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Statement of Objectives

fhis module presents the legislative history. mandates, structures and

"otentials of the Developmental Disabilities program. Each section will

contain information on a particular aspect of the program and will be followed

by short questions highlighting the material presented. The intent of this

rrodule is to provide an instructional framework for understanding the

Developmental Disabilities concept. The reader can use this framework to help

recognize the various implementation strategies exercised at the State level.

Flexibility is built into the program to enable each State to design its

Deve1opmenta1 Di sabil iti es program to best respond to the needs of its

citizens within the specific environment of the State. This flexibility

results in variations in the program from State to State. The reader should

recogni ze the areas of flexilJil ity and analyze the deci sions made as to

whether they are the best options in the interests of individuals with a

deve1opmen ta1 di sabil i ty •
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Historical Background

There is a long and significant list of legislative accomplishments and

frustrations that preceeded the passage of the original Act entitled, the

Developmental Disabilities Services and Facilities Construction Act of 1970

(Public Law 91-517). Individuals and groups at the local and national

levels advocated for legislation to benefit individuals with handicapping

conditions as early as 1920. However,initial achievements toward the present

developmental disabilities program were not accomplished until the 1950's.

These early initiatives were piecemeal and exploratory focusing primarily

on issues in health, education and rehabilitation services.

In the 1950's the awareness level of the general public, including some

parents and professionals involved with the mentally and physically

handicallped, was limited concerning the nature of handicapping conditions;

their c,lre and treatment. Executive, legislative and private initiatives

respond(!d to the need for a greater awareness level by attempting to develop

research, training, and service resources.

By the 1960's many patterns were established which maximized the personal

commitment and advocacy of Pres i dent John F. Kennedy. Presi dent Kennedy's

intentions for improving the plight of the mentally retarded and other

disabled individuals is best stated in his opening remarks to the first

meeting of his new President's Panel on Mental Retardation, in October, 1961.

"The manner in which our nation cares for its citizens and
conserves its manpower resources is more than an index of
its concern for the less fortunate. It is a key to its
future. Both wisdom and humanity dictate a deep interest
in the physically handicapped, the mentally ill, and the
mentally retarded. Yet, although we have made considerable
progress in the treatment of physical handicaps, although we
have attacked on a broad front the problems of mental illness,
although we have made great strides in the battle against
disease, we as a nation have for too long postponed an in
tensive search for solutions to the problems of the mentally
retarded. That failure should be corrected." (Boggs 1971)
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The PresidE!nt's Panel on Mental Retardation \"la5 influenClal III th~

passage of two major pieces of legislation. The first piece of legislation

responding to the President's concerns was entitled, the ~~a!erna~~a~d_~ChJJj

Health and Mental Retardation Plann~Ammendments (Public Law 88-156, 1963)

The major provisions of this Act authorized special maternal and cnild health

grants to the States to improve prenatal car'e for economically and socially

disadvantaged I"lOmen, as well as to provide infant care services for childrer

"at risk" of mental retardation because of poor economic and social environ~

ments. More important to the current C:iscLls',ion, the I\ct autllOl'izcd funds for

grants to States to conduct comprehensive mental retardation planning on a

coordinated Intra-agency basis. Each State was required to document its

problems in servinq the mentally retarded and its intentions or inabilities

to resolve these proble~s,

Immediately following the passage of Public Law 88-156, Congress enacted

a second piece of legislation, the Mental Retardation Facllities---,,~'!i_~ommuni.!.r

Mental Health Centers Construction Act of 1963 (Public Law 88-164). This

Act dealt essentially with the establishment of community mental health

centers, however, three sections were devoted specifically to the nentally

retarded.

Part A of Titl e I of Pub1i cLaw 88-164 was ent itl ed Grants for the

Construction of Centers for Research on Mental Retardation and ~elated Aspe~~

of Human Development. It authorized $6 million in project grants to assist In

meeting the costs to construct facilities de~,igned for biological, medical,

social, and beh1lvioral research in human development and to assist in

determining the causes, means of prevention, and methods of ameliorating the

effects of mental retardation.
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Pal·t B, entitled Project Grants for Construction of University Affiliated

Facilities for the Mentally Retarded, appropriated funds to assist in the

construction of clinical facilities that would provide, as nearly as possible,

a COmpll!te range of inpatient and outpatient services for individuals with

mental J'etardation. These facilities would act as demonstrations for

specialized services in t~e diagnosis, treat~ent,education and carp nf thR

mentally retarded.

The final section, Part C, authorized appropriations of $10 million for

Grants for Construction of Facilities for the Mentally Retarded. States could

receive a minimum allotment of $100,000 based on an approved State plan on

mental I·etardation. This provision supported the mental retardation planning

aspects of Public Law 88-156 and can be seen as a forerunner of the develop

mental disabilities program.

Thl!se two Acts did much to direct the nation's focus onto the health

welfare" and livelihood of individual with mental retardation. However,

neither piece of legislation was comprehensive enough, and only set the stage

for continued advancements.

In the same decade, there were two additional pieces of legislation that

relate with these m~ntal retardation acts. The Social Security Amendments

of 1965 (Public Law 89-97) commonly known as the Medicare-rledicaid Act, and

the r1ental Retardation Amendments of 1967 (Public Law 90-170) were important

accompl'ishments on behalf of the mentally retarded. The Medicare-Medicaid

Act is a mechanism for Federally funded medical services for the poor, aged,

and disabled. The Mental Retardation Amendments of 1967 supported part of the

cost of the professional and technical personnel required for the clinical

facilities being constructed under the provisions of Public Laws 38-156 and 83-164.
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The 02velopmental disabilities program gained formal recognition in 1970.

On October 30 of that year, the first f 2deral developl'lental disabi 1ities

legislation was signed into law (Pub"lic Lal'i 91-517) by President Richard M. Nixon.

Known as the Developmental Disabilit"ies Ser~ices and Facilities Construction Act,

this legislation brought under one umbrella three major disability 9roups

(mental retardation, cerebral palsy and epilepsy) and theoretically, otheY disabilities

whi ch share common servi ce needs. "FurthermoY'e, the concept intended to bring

within the purview of constructive help dnd more humane management those many who

have been relegated in the past to an unchallenged and unchallenging

classification requiring "custodial care', whether at home or in institutions."

(Boggs, 1971)

The Developmental Disabilities Services and Facilities Construction Act

of 1970 (Public Law 91-517) was an extension of earlier legislative milestones.

However, the Act sets its own pattern which establishes it as a significant

legislative accomplishment. The Act (Public Law 91-517) was amended in 1975 with

the passage of the Developmentally Disabled Assistance and Bill of~~ts Act

(Public Law 94-103). This module will present the developmental disabilities

concept by discussing the program as it exists. currently under the two pieces

of legislation. The 1975 amendments did not change the direction of the

program, but rather enhanced the original provisions to allow ljreater flexi-

bility and responsiveness. A good example of how the 1975 amendments affected

the original legislation is the expanded definition of "developmental

disabilities" .

.~. Defi ni tion of Developmental nisi'lbil itie~_

The original Act dl~fines a"developmental disability" to mean any neurological

condition closely related to mental retardation, which origlnated prior to age 18,



6
was likely to last a lifetime and represented a substantial handicap to the

individudl. Mental retardation, cerebral palsy and epilepsy were singled out as

devElopmental disabilities, and any other conditions closely related to mental

retardation. The Secretary of the Department of Health, Education and Welfare ~'as

empcwered to name any other neurological conditions as eligible under the program.

HowEver, by 1975 the Secretary had not seen fit to name any additional disabilities

as Eligible under the program.

ThE! 1975 amendments to the developmental disabilities legislation

retalnecl the requirements that the disability must originate prior to age

Itl, be a substantial handicap and continue for a lifetime. Mental retardation,

cerebral palsy, and epilepsy w,~re maintained while autism was included along

with dyslexia (a learning disaIJi11ty) if it was attributable to mental

ret~rdation, cerebral palsy, epilepsy and autism. This new definition, also,

mai1tained the requirement that developmental disabilities could be any condi

ti01 which results in similar impairment of general intellectual functioning

or ,ldaptive behavior or requires treatment and services similar to those

reqlJlred for indivlduals with mental retardation.

This new definition, however, changed the Secretary's role in naming

additional disabilities to be 'included under the program. The Secretary

was required to conduct or hav,~ conducted an indepth study of the definition an,j

makE' recommendations to the Congress as to whether it should be changed. The

results 'Jf this study were to be reported by the Secretary to the Congress by

the end af fiscal year 1977 (September 30, 1977). This timetable coincides wittl

the timetable of the current legislative authority (PL94-l03) which ends on

September 30, 1978. The results of the study and the recommendations of the

Secreta~y could be used in any attempts to re-enact the legislation for fiscal

year 1979 beginning October l, 1978.

The Secretary awarded a grant to ABT Associates, Inc., of Cambridge,

Massachu,;etts in November, 1976. ABT Associates would staff a national
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task force appointed under the Secretal~'s authorlty to study the definition.

This task force was charged with analyzinq the current definition, requestln,]

recommendations from the field-at-largE' ilnd recommending dctions to t~e

Secretary. At this writing the task force has completed its work and sub-

mitted two recommendations to the :'ecrE'tary.

The majorHy repo'rt concludes that: for purpose'; of tile ~~evl'lo['I"entol IllSd

':ilities Act, a developmental clisabil ity is a severe, chroniC disabill t.'/ .,

Which:

1)

2)
3)
4)

5)

is attributable to a mental or physical impairment or combination
of mental and physical impairments:
is manifest before age 22;
is likely to continue indefinitely:
results in substantial functional 1imitations in three or IDore of
the following areas of major llfe activity:
a. self-care,
b. receptive and expressive language,
c. learning,
d. mobil ity,
e. self-direction
f. capacity for independent livinq, or
g. economic self-sufficiency; and
reflects the need for a combination and sequence of special, inter
disciplinary or generic care, treat.ment or other ';ervices which are:
a. of lifelong or extended duration and
b. individually planned and coordinated.

The minority report reflects t.he basic a~reement 'fihich exisi.,'d amonq lask

force members concerning the elements of the recommended definition: aqe e,f

onset, chronicity, severity, functional limitations, impairments, service needs

and categories of diagnostic conditions. fhe major area of dlsagreement,

however, was in specifications of impairments and categories of conditions.

The minority report substitutes the followinq language for the \~or'ding

"mental and physical impairment or a combination of mental and physical

impa i rments" :

"IS attributable to mental retardation, cerebral palsy,
epi lepsy, or autism; or is attributable to any other
condition of a person similar to Mental retardation,
cerebral palsy, epllepsy, or autism because such
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condition rest/Its In slmi Jar 1mpairment of general
intellectual function1ng or adaptive behav10r and
requires treatment and services sim1lar to those
requIred for such persons."

The task force has completed its work. There 1S no sure way to predict

how the Secretary w1ll view the two reports. each report has its particular

rationale support1ng the d1fferences in direct1on, therefore providing the

Secretary with flexibility in dec1ding the issue.

This study's significance is related directly to the future direction

of the program. Suffice it to say that regardless of the decision by the

Secretal"y to recommend one report over the other or a combination of the

reports the decision rema1ns with the Congress as to which definition will

stand. Advocates should realize that their state program wil I be affected

by any chan~e in definition and select some strategy for dealing with any

change In definition.

The remaininr] st?ctions of this module present the four principle aspects

of the developmental disabilit12s program. These aspects will be discussed

in ";enn of goals and services, eli~ibility criteria and application process,

funding and their relationship~, ,lit:l ot:ll!r orograms. The discussions will

foct/s on the program as it cunently exists vlit:, 1imited reference to

var"'ations brought about by thE' 1975 amend"lents.·~l sections are followed

by sone Questions which highli')ht the rlateri~~, ,';'C'st?nted in the section.
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('Iorksheet--Sect ion I

1) The President's Parel on Hental Retardat-on began in

2) The Panel WdS influential in the passage of what two pieces of i,nlJodan l

legislation for the mentally retarded?

A.
B_

-------------_._---- -------------- .-

3) ~Jhich 1963 legisliltion enabled States to initiatE complehensive '1lent"l
retardation planning Ofl an intra-agency basis?

4) Name the three pal·ts of Public Law 88-16d that affected planning and
services for the mentally retarded.

A.
B.
C.

_______________________n_____ _ __ _ _

------

5) Vlhat are two pieces of legislation on behalf of t.he devel(lDfIlE'ntally
disabled?

A.
B. --------

6) What are the three qua IHying characteristics in the definition of dev~l

opmental disabilities?

A.
B.
C.

-------------._-------------- - --------

7) What are the five disabilities included in the 1975 amendments to the
definition?

A.
B.
C.
D.
E.

-------------------------------- ._- --------- -----
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8) When was the definitional study ~andated?

9) What possible effects would a change in definition have on your State
program(s)?
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II. Goals and Services

This section "Iill identify and explain the goals and services of the

d2vElopm'ental disabilities ~rogram. To accomplish this task it is necessary

to ~plinter the discussion into four distinct areas. They are:

A.
B.
C.
D.

State Planning Council and State Administrating Agency;
National Advisory Council and Developmental Disabilities
University Affiliated Facilities (U.A.F. IS); and the
Protection and Advocacy Systems.

Offi ceo
o

Each aspect will be discussed separately, however, the common thought will

be 1.0 demonstrate hO~1 each aspect can further the goal of establ ishing communi ty

residentiill alternatives. ,~t the close of this section there Ivill be some

que~tions highl ighting the infcrmation presented herein.

A. State Planning Council and State Administrating Agency:

Each State participating in the d2velopmenta1 disabil ities program must

establish by gubernatorial appcintment a State Planning Council on Develop

men1.al Disabilities. The Governor must also designate a State agency to

admlnist2r the program. These appointments must be renewed periodically as

members leave the Council or as a new Governor assumes office. Some States

have strengthened the requiremE'nt for these appointments by establishing the

prO(lram in State law.

The State Planning Council~ are mandated to be advocates on behalf of

all individuals with a developmental disability, while the State Administrating

Agerlcy is fiscally accountable for all funds awarded to a State through this

program. The Developmentally Disabled Assistance and Bill of Rights Act

of 1975 emphasized the Council's responsibility to plan for services. Its

dueties and functions reflect this emphasis. Th2Y are:

1) To supervise the development of and approve the Annual State plan;
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2) To monitor and evaluate the implementa,ion of the State plan;
3) To the maximum extent feasible, review and comment on all State plans

which represent programs in the State affecting personS-with a develop
mental disability; and

4) To submit to the Secretary, through the Governor, periodic reports on
its activities as the Secretary may reasonably request.

Recent guideline~, published by the Department of Health, Education and

Welfare's, Office of Human Development, have pinpointed four distinct

responsibilities of the State Administrat"inq Agency. They are:

1)

2)

3)

4)

Preparation of the State plan and its subsequent implementation on a
daily basis;
Establish procedures and mechanisms as are nece"sary to strengthen
supporting or "gap-filling" services initiated by funds made available
to public and/or nonprofit private agencies, institutions, and organiza
tions;
Provide ongoing monitoring and periodic evaluation of developmental
disability activities and projects; and
Develop jointly with the State Planninq Council policies, procedures,
and strategies to achieve the goals and objectives of the current State
plan and to monitor and evaluate the entire program through the Design for
Implementation.

The mingle of the Council's and Agency's respon~,ibilities to the State

Plan could be arranged as follows:

1) The Council sets the direction for the plan;
2) The Agency writes the plan;
3) The Council reviews and submits the plan;
4) The Agency implements the plan; and
5) The Council and I\qency monitor and evaluate the implementation of the

plan.

The partnership between the State Planning Council and the State

Administrating Agency can take any number of arrangements. Since the
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beginning of the program in 1970, numerous discussions and trials have taken

place concerning organizational arrangements. Unfortunately none have

been identified as most effective. The reason for this is twofold. First,

the relationship, in terms of responsibilities, was not clearly articulated

in tIle original Act; and still remains controversial even though some

dist-nctions were established by the 1975 amendments. Second, the political

and social environments of each State have their own unique effect on the

progl'am as it develops, therefor'e requiring flexibil ity. However, regard

less of these factors, it is conclusive that the partnership between the

Council and Agency must be functional if the program is to succeed.

Council Membership

The State Planning Council consists of three categories of members:

individuals with a disability or' their parents or guardian; governmental

agencies' representatives; and non-governmental agencies representatives.

The Governor may appoint any total number of members. However, "at least

one-third of the total membership must be persons with a developmental

disabili~y, or their parent or guardian, who are not officers of any

entity, or employees of any State agency, which receives funds or provides

services under this Act". The intent behind the one-third requirement is

to ercourage increased involvement by individuals with a disability in this

program which has a goal to improve conditions for them. The emphasis

for individuals with a disability to be members of the Council is not



decreasing the role of par/:Ilis but rather encourilninc! indivldllJl<, \"th c

disability to advocate on Uwir own behalf,

The category of governmental agencies I'epresentatives should consist ,1'

individuals capable of speaking on and deciding for their respective agerllies.

These individuals should represent the major' programs in a State which con,;ern

or impact on the developmentally disabled. Such programs may include, bllt are

not limited to: vocational rehabilitation, education, mental health., ",ateenal

and child health, crippled c1iildren's services, public asi~,tance .. medical

assistance, transportation. ~ocial services and mental retardation services.

Unfortunately, often a director or commissioner of a program 1S appolnted to

the Council, but scheduling conflicts do not permit his/her regular attendence

at meetings. The alternative to non-attendence or no,l-invo'lv"[:ler.~ 1)1' Sllch

governmental agency representatives has been the nam'ing of a delegate by the

member. This practice maintdins a communication 1ink betwee;l the aCjency and

the Council. However, the Council is at a disadvantage without the direr t

involvement of the person whQ has authority to make commitments on behalf

of the agency/program.

The final category of nongovernmental agenci es' representat i ves can be

from any nonprofit, private or public agency or organization involved in

service delivery, higher education, advocacy or other activities which sel've

individuals with a disilhility. These members should represent d cross

section of thE' private sector in the 'itate.

This triangle of Council membership typifies the major participants in

any human services delivery system: those who provide services in the

pUblic and private sectors, those who need or require services, and those who

ad~linister a State's mandates for services. r·ler;Jbership appointments arE' usually
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staggered terms which require some reappointments or new appointments by the

Gove rnor each year. Genera 11 y (ounc i 1soffer nomi nations to the Governor for

his ,:onsideration in filling any vacant positions. Individuals who are

interested in becoming Council members should inqui re of the State Council

as to the process for being nominated and appointed. Sometimes it is equally

affe,:tive to correspond directly to the Governor's office indicating your

desire to be a Council member, dl!voting particular attention to those qualities

and I!xperiences which you could bring to the Council.

Regardless of whether you are a Council member or not, the State Planning

Council's meetings are open public forums. Only if the Council is in an

executive session would the general public not be invited to attend and

participate. Generally State Councils meet at least four times a year,

however, a good number of Counc'ils meet monthly or bi-monthly. Citizen

part'icipation should be encoura<jed through public notices of meetings, however,

if E is not encouraged, inquir'ies should be made as to why the general public

is not so informed.

Counei 1 Staff------

Public Law 94-103 mandates that the State Planning Council have adequate

staff and that staff be identif"ied as solely responsible to the Council. This

is a critical issue which had not been clear in the original Act. When the

Councils were established, staff worked for the State Agency doing Council

assiqnments. This arrangement could only work at cross purposes neither of

whi cil improved the program's effecti veness or organi zati on. Staff often

reco!!nized the fact that they were taking directions from both the Council and

Agency. This created a situation of "two bosses".



According to Public Law 94-103 staff must be employed throuah tile Civil Service

~erit system of the State, i.e., classification or ullclassified ~nd pay should cor

respond to that of a Sir!lilar position in the State personnel ~ystem.

With staff reporting solely to the Council, they are able to respond to a single

direction and can concentrate on the day-to-day affairs of the Council.

Staffing patterns differ from Council to Council but generally include

a Planning Coordinator and/or an Executive Director, a Planning Associate

and/or Assistant Director, a Secretary, and a Researcher. Other types of

staff to consider are accountants, grants managers, lawyers, evaluators

and/or a media or pub-lic relations spEcialists.

Staff to the Council are intended to facilitate ectivities w~ich cannut

be completed in the t"ime available to a volunteer Council. The day-to-day

activities of planning, State plan review, ~~nitoring and evaluating must be

supported by staff or else these activities could bec:ome too disorganized to

be considered effective. However, staff are not the Council. They are not

in a decision-making ]Cole. All inquir-ies to the Council may be directed

through staff, however, stafF should be conduits of information only and

not decision-makers.

Services and A~tivitiE'S

After a State has submitted an annual State plan on Developmental

Disabilities to the Regional Office of the Department of Health, Education. and

Welfare, and it receives approval, the State will be awarded a formula grant

for that fiscal year addressed by the State plan. Section V of this module

will discuss, in detail, the circumstances surrounding the distribution 01

these funds.
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Thes(~ funds may be used in four areas; administration, planning, services

and construction. In the area of services, funds may support anyone or combina

tion of the following sixteen services:

evaluation
diagnosis
personal care
education
treatment
i nformat ion and referra 1
follow-along
recreation

counseling
sheltered employment
training
special living arrangements
day care
transportation
socio-legal, protective
domiciliary care

These services are only general categories and are not intended to be the

compl :te range of services for p.:rsons with a developmental disabil ity.

Howev:r, y'agardless of the servi.;e needs, the Developmental Disabilities program

is not intended to be a direct services program. This means that unlike

vocational rehabilitation or Medicaid, the Developmental Disabilities program

will 110t pay for direct services to a particular client or group of clients.

The service delivery system concept associated with this program is oriented

toward the provision of grant furlds to a grantee for a pilot project that in

turn provides direct care servic(!s to a population specified in an approved

grant application.

--herefore, to use Deve1opmenta1 Di sabi 1iti es program funds for servi ces,

it is essential to receive a project grant. Project grants are awarded on the

basis of priorities established in the annual State plan (See <JaCje 71 ).

Some ~;tates do not commit thei r 1.0ta1 servi ce funds to specifi c pri ority areas,

but SE,t aside a small discretionclry fund for unforeseen needs identified during

the year. However, the largest commitment of funds is to the priority areas

listed in the current State Plan.

The Council does not have the responsibility for awarding grant funds.
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The 1975 amendments c'learly set that responsibil ity on the State Agency.

However, since this responsibility had been the Council's under the original

Act, some Councils are still heavily involved with awarding grants. Other

Councils have retained screening committees which assist State Aqencies in

the awards process and still others have nothing to do with awarding funrl,

In this discussion concerning seY'vices, it might be beneficial to

explore some notential uses of developmental disabilities funds in the area

of community residential alternatives. First, advocdtes should consider

the potential application of the sixteen (16) services mandated in the

Developmental Disabilities legislation. For example, transp~r~tio~_ to

day programs is essential if house~~~~ are to be successful in having

individuals leave a community residence during the day. Since none of us

work or go to school all day, recreational activities must be developed f,lr

leisure time. Communication and socialization are important aspects in the

personal growth and development of individuals with a developmental disabllity.

As well, medical and dental services ilre needed to assure physical health

And if there arises a difficulty conc(!rnin~1 legal rights then ~,SJc:.i..(J.-_~.99.l

JlI".otection anc~ advoca~Q'.ices must be available to assist the individuill (s).

These underlined services are all part of the universe of services needed to

support a community residential alternative, they are all eliqible serV1Cf'S

for developmental disabilities funding. However an important considerati:>n

must be presented before this discussion continues.

Demonstration Funds

The formula grant funds available for services are not intended for qpn~ral

long-term support. R,lth"r the funds are designed to be used for short-telln

demonstration projects. Unlike vocational rehabilitdtion, medicaid. or Title X;(.



19

developmental disabilities funds are extremely limited ($150,000 is the

base grant award). Compared to generic service funds used to support the

major'ity of human services year after year, developmental disabil ities funds

are for demonstration of project ideas which will satisfy a service needs

area, on a short-term basis. In this manner developmental disabilities funds

can be us,~d to fill gaps identified between generic programs. For example,

severely disabled individuals have been excluded from traditional vocational

rehatil itation services because they could not be assessed as to tileir

degrEe of employabil ity. The nature of this problem appears to be twofold.

Not cnly do rehabilitation counselor have inadequate training to enable them to

properly assess the severely disabled, but severely disabled individuals

have not !lad the benefit of schooling and such to enable them to demonstrate

their emp"!oyment potential. In attempting to resolve this difficulty some

developmental disabil ities funds have been used to establ ish prevocational

training projects. These projects attempt to demonstrate to vocational

rehabilitdtion counselors that with some preparation severely disabled

individuals can be raise to a level of self actualization that will enable

their emp'loyment potential to be assessed. As these projects demonstrated

the value of prevocational training the next objective was to encourage

vocational rehabilitation dgencies to extend funding to continue this effort on

behalf of the severely disabled.

This E!xample can be cited for any number of generic services programs

that find a gap in services to the developmentally disabled populdtion. As

needs (gaps) are identified developmental disabilities funds can initiate

demonstration Jrojects which if successful can prove to a qeneric program that

an investflent of funds could resolve the needs.
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Community Residential Alternatives

Advocates should review the State Plan for priorities and the Design for

Implementation (See Section IV) to discover just how the Council and Agency are

defining their activities in the area of community residential alternative.

The Developmentally D"isabled Assistance and Bill of Rights Act--0"-JJl.75 includes

a provision that requires the State Plan to present a plan for the elimination

of inappropriate institutionalization, and the improvement of the surrounding

for those individuals appropriately institutionalized. These "deinstitution-

al ization" and "institutiona·1 reform" requirements must be accomr1 ished by

maximizing the use of rOf'lr:lIl1lity resources. The Stete Counei' mu·;t cnmmi~ at
least 10% of its funds for Flscal Years 76, 77 and 78 toward these efforts.

Advocates should encourage the State Council and State Agency to direct

their "deinstitutional ization" efforts towards establ ishing new community

residential alternative and/or improving existing alternatives. Certainly

the efforts of the Council in this area need not be exclusively the workings

of the developmental disabil ities program. Councils may influence other State

agencies to join their resources with the Council's. For example, a State

Council may decide not to establish residences with its funds but rather assist

a State Agency's efforts to establish residences by providing staffing funds

during the first year of the project.

Another example of how the developnental disabilHies proqraln can asslst throljoh

cooperation with othel" agencies to provide community alternatives is in the

area of day programming. Let's say that a local associatlOn uperates a group

home in a rural setting for 10 individuals with severe mobility oroblems. The

association is concerned that educational and vocational rehabilitation

services are not readily available because of costly transportation to and from

the nearest programs. The home does own a vehicle, but unfortunately, it is
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not large enough to transport all the individuals at one time.

The Council in cooperation with a State Agency couln initiate niscussions

with the loc~l school department to extend existing services from urban to

rural areas. The school department formulates a proposal to increase services

by th! establishing rural program sites.

The State Council believes the proposal has merit and will greatly

incre3se t.he availability of p.dueation~l services. The timetable for these

rural programs to begin is within the next few months. so the only remaining

prob1,!m concerns the transportat ion of i ndi vi dua1s to and from the programs

on a regul ar schedul e. The Coune il has deci ded to offer project grants in

cooperation with the Department of Transportation for a coordinated transpor

tation system in line with the education programs. The resulting projects

are fjnded within a month of the start of the initial classes.

A final example deals with a very little known aspect of the developmental

disabil ities program, which is that a State Council is permitted to spend up

to 10'1, of its formula grant for -:he construction of facilities for persons with

a dev1!10pmental disability. In order for this provision to be implemented

there are specific State plan requirements which must be completed. These

requil"ements. along with the 10% limit, have not made the construction

provision too popular. However, it is a resource which could be employed for

the purpose of constructing community residential alternatives.

In concluding this discussion, there are a few points which need to be

emphasized. First, the State Council is a gubernatorially appointed volunteer

organ'ization which is intended to be a publ ic forum for individual s with a

disab il ity, nongovermental agencies I representatives, and State agencies'

representatives. Second, the designated State Administrating Agency must work



n

cooperatively with the State Council to accomplish the goals of the program.

Third, formula grant funds are awarded to a State on the basis of an approved

annual State plan and are tnen distribllted as demonstration projects baspd nn identified

priorities documented in the State plan. Fourth, advocates are encouraged to

participate in the program either as appointed ~embers of tllP Council. or _5

conduits of data and information about conditions confronting (jisabled indlViduals

(Section IV), or as appl icants for grants to address an identified priority

of the Council (Section III).

The next discussion will focus on the National Advisory Council on DO

and the Developmental Disabil ities office.
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B. National Advisory Council on Developmental Disabilities:

The National Advisory Council on Services and Facilities for the Deve10p-

mentally Disabled (NAC) was established by the original developmental dis

abili"~ies act (Public Law 97-157) in 1970. The 1975 amendments did alter the

NAC to some degree. The duties and functions of NAC as stated in Pub1 ic Law 94-103 are:

1) To advise the Secretary of Hl!alth, Education, and Welfare on any proposed
regulations or guidelines implementing the Act (Public Law 94-103);

2) To study and evaluate programs authorized by Title I (State formula grant
program) of the Act to determine their effectiveness;

3) To monitor the development and implementation of Title I of the Act and
til report directly to the Secretary any delay in rapid execution of the Act;

4) Til review grants made under this title and cOlTlllent to the Secretary;
5) Til submit an annual report to the Congress which evaluates the efficience

Of program administration.

The membership of the National Advisory Council was initially 20 individuals

appointed by the Secretary of Health, Education and Welfare. However, the 1975

amendments expanrled the NAC to 2~j members. Members are di vi ded into two ca tegori I!S.

Sixteen appointed members includ"ing persons with a disability, and/or their

parent or guardian and representatives of State agencies, higher education, and

organ"izations which have demonstl'ated advocacy on behalf of the developmentally

disab"led. The other nine member~; represent the major Federal/State programs

which affect the developmentally disabled. They include:

Deputy Commissioner,
Commissioner,
Administrator,
D"j rec tor,

D"j rector,

D"I rector,

Bureau of Education of Handicapped
Rehabilitation Services Administration
Soc1a1 and Rehabilitative Services
Nat-jona1 Institute of Child Development and
Human Development
Nat-iona1 Institute of Neurological Diseases
and Strokes
Nat"lona1 Institute of Mental Health

and three other representa t i lies selected by the Secretary from the

Department of Health, Educat"ion and Welfare.



24

Developmental Disabilities Office:

The National Advisory Council is assigned through legislation to the Office

of the Secretary of the Department of Health, Education and Welfare. The

Secretary has delegated responsibility for the program to the Assistant

Secretary for the Office of Human Development Services. I,ithin this office is

the Administration for Handicapped Individuals, within which is located the

Developmental Disabilities Office. The 000 is the federal agency established

to administer the developmental disabilities program.

Organizational Chart: Office of Human Development Services
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The Administration for Handicapped Individuals is newly formed, therefore it is

difficult to state exactly what functions it will conduct. Cl,rrently proqrams

included under this administration are functioning as they did prior to this new
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reorganization. The most significant development of this Administration has

been the naming of the Commissioner of Rehabilitation Services Administration

(RSA) as the Administrator of this office, thereby placing Developmental

Disabilities under the leadership of RSA which was the case back in 1970. The

amendment~ to the original Act in 1975 had changed that order to place DDO

equa I to RSA.

Organizational Chart: Administ'ration for Handicapped Individuals
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The Developmental Disabilites Office is responsible for two principle

activities. First, the operation, management, regulation and monitoring

of the overall developmental disabilities program. Second, the provision of

technical assistance to the National Advisory Council as it requires to fulfill

its duties and functions. This division places the Developmental Disabil ities

Office in a similar role to that of the state designated agency. The DDO admin-

istel's the overall program including the state formula grants, the protection

and advocacy program, the univer'sity affil iated faci~ ities program and special
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project funds. lihile, at the same time, acting as the designated agency for the

National Council including staffing, funding and 1iaison with the Department

of Health, Education and Welfare. The DOD is divided into five units to

accomplish its responsibilities:

Organizational Chart: Developmental Disabil ities Office
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The office of the Director is responsibl,? for the central organization

of the entire office. The Di,-ector is the 1iaison bet\1een the 'Jffice and

the res t of Depa rtment 0 f HeaHh, Educa t i on dnd We lfa re, thereforE'

responsible to the Administrator for Handicacped Individuals, who in turn 15

responsible to the Ass'istant Secretary. At the same time. the Dit-ector

is the Executive Secretary of the tlational Advisory Council. -:-he Planning

and Evaluation Division conducts analyses of the target population, the needs

and resources, and prepares short-range and long-range plans. The Program

Operations Division takes responsibility for the State formula grdnts and the

protection and advocacy systems. The Research and Development Division is

responsible for the special projects fllnd~; and the univeristy dffil iated

facilities program. The Executive Servic"c Division is responsible f'Jr budgets,

personnel, publ ic information and the da:l-to-day mana'~ement of the entire

program.



27

In addition to the central office, there exists a regional office of

DDO in each of the 10 regions of the Department of Health, Education and

Welfare. These offices are staffed by a director and some support staff

(varying with each region). It is the responsibility of the regional

director to maintain a liaison between the DDO and each State Developmental

Disabilities Program, as well as, a liaison with any UAF's and special

projects operating in a region. This liaison effort consists of technical

assistance, information, program monitoring, fiscal reporting, and most

importantl y, the revi ew and approval of annual State Pl ans. (See Appendi x 10

for Regional offices).

Services and Activities

The Federal level is not de:5igned for the provision of direct care

services, but towards the implementation, management and accounting of the

entire pr'ogram. The National Advisory Council is a policy review and

recommendations board that collaborates with the Developmental Disabilities

Offi :e, and therefore with the Department of Health, Education and Welfare, on

the Droposal of regulations and guidelines to facilitate the implementation

of t1e program. Such regulations and guidelines concern areas like state plan

requirements, the design for implementation, administration of the State Plan,

employees' protection, construction programs, volunteers, roles, responsi-

bil i ties and functions of the state administrating agency and the state

coundl, just to name a few.

Iles i des these efforts the Nat i ona 1 Advi sory Counc i1 conducts di scuss ions and

negotiations with the federal aqencies which are responsible for various

progl'aPls iPlpactinC) the developmental disabilities population. This asoect hilS

been strengthened in recent years particularly because of the new membership

composition of the National Council. (See page 23)
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The Developmental Disabilities Office has concentrated recently on the

issues of state planning and monitoring of the state formula grant program.

State planning has become a significant priority in that it is envisioned

as the area most central to the measuring of the effectiveness of the entire

program. DDO has been also investing efforts into the potentials of the

university affiliated facilities' program especially ~,ince the 1975

amendments introduced the concept of sate11 i te centers. (See page 34)

Special Projects and PI"ojects of National Significance

There are funds authorized through Section 145 of the Developmental

Disabilities Act which nllOI'/S the Secrl~tarv after consultation wlth the

National Advisory Council to make specific project grant awards to publ ic

and/or private nonprofit organizations and/or agencies. These funds may

be awarded in the following areas:

1) Demonstrations of programs for expanding or improving services to

developmentally disabled persons. This includes programs for parent

counseling and training, early screening and intervention, infants and

preschool children, seizure control systems, legal advocacy, as well as

community based counseling, care, housing and other services or systems

necessary to maintain a person with developmental disabilities;

2) Public awareness and education programs to assist in the elimination oj

social, attitudinal, and environmental barriers;

3) Coordinating and using all available conmunity resources;

4) Demonstrations of the provision of services to economically disadvantaged

persons;

5) Technical Assistanc2 to services and facil ities at the Federal, State dnd

local levels;
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6) Trainina of soecial ized per~,onnel needed for service del ivery or for

J'esearch related to trainin~1 of personnel;

7) Developing or demonstrating new or improved techniques for providing

services, including model intergrated services;

8) Gathering and disseminating information related to Developmental

Disabilities; and

9) Improving the qual ity of ser'vices provided in and the administration of

programs for the development.ally disabled.

Grants are awarded on an opE'n competitive basis for a period of 1 to 3

year~, depending on the scope of the proposal. Each year the National

Council and the Developmental Disabilities Office set priorities for the

distribution of these funds. These priorities must be agreed to by the

Secretary before any proposals are requested. Requests for Proposals (RFP)

are published annually. These RFP's are announced in the Federal Register

and circulated through the Regional DDO's and State Councils. Applicants

must conform with regulations and guidelines for the preparation of the

application forms and the procedure for submission, as prescribed by the

SecrEtary, through the Developmental Disabilities Office. Special projects

applications must be reviewed and commented on by the State Planning

Council in the State where a project is proposed 30 days prior to the

submission of the proposal to the Regional Office. For any fiscal year

the Secretary may appropriate no less than 25 per cent of the total funds

available for special projects for grants which he determines, after

consultation with NAC, are projects of national significance.

These project funds are very applicable to community residential

alternatives. This means that these funds could be used to demonstrate
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a new type of ,:ommunity residential alternal:ive or to demonstrdte a oroces';

for establishing residential alternatives using new funding resources. The

major idea is that the applicability of the~;e funds depends on some demonstra

tion aspect.

Advocates interested in these possibilities must express their' ideas to

the Secretary of HEW and/or the National Advisory Council, so that they could

consider the rationale for establishing the use of these special project funds

in that area as a priority. If the priorities do fall in line with an

advocate's goals for establishing community residential alternatlves. or

any other areas, than careful planning will be needed to completE' the

required application forms. These forms are available throuah the State

Councils or through the Regional Developmental Disabllities Offices.

Completed appl ication forms must be submitted to the Regional office

The Regional office reviews applications for technical, programmatic and

budget aspects. This review is completed at the Regional office and

submitted along with the application to the central office for final approval

or denial.
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C. University Affil iated Facil ities

This concept originated with the f1ental Retardation Facil Hies and

Community Mental Health Centers Construction Act of 1963. (Public Law 88-164)

Part B of that Act entitled Project Grants for Construction of University

Affiliated Facilities for the r1ental Retarded, appropriated $5 million.

These U.A.F.'s, as they became known, provided two activities. First, they

were demonstration facil ities for the provision of services for persons

with ment.al retardation. Second, they conducted interdisciplinary

trai1ing programs for personnel needed to render specialized services for

pers'lns with mental retardation.

The first Developmental Disabilities Act incorporated the U.A.F.'s into

its program by providing funds to the U.A.F.'s to cover their administration

and 'Jperation expenses. In return the U.A.F.'s were required to interface

with the state Develop~ental Disabilities Councils on the resolution of

service needs and/or the provislon of technical assistance to the Councils

in fulfilling their responsibilities.

Serv'ces and Activities

1I.A.F.'s offer multiple sen ices in a variety of service delivery models.

Some U.A.F. 's are geared tO~lards children or adults, although most are

conc~rned with both population groups. The services provided include, but

are not limited to:

diagnosis
evaluation
education
recreation
information and referral
personal care

training
treatment
day care
counseling
follow-along
transportation

There are twerimportant aspects to remember about the provision of services
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Noionly do services cover' a wide range but they dre provided as

a total concept by a multi-disciplinary team. This means that an individual

may receive a cluster of services provided by 4 or 5 or 6 different pro-

fessionals from a variety of discipl ines.

pediatries
education
speech
psychiatry
dentistry
child development
family pl anning

Such as:

neurology
psychology
audiology
social work
vocational rehabil itation
nursing

Although U.A.F.'s have fundamentally a medical/educational base, they

are becoming more and more involved with community agencies. U.A.F. 's are

increasingly providing services which are followed up by community agencies.

This is lending to a possible partnership between U.A.F.'s and community

agencies. To further enhance this partnership is the training aspects

of the U.A.F. 'so

U.A.F. Training.

As mentioned above U.A.F:· provide inter-disciplinary training for

personnel required to deliver specialized services to individuals with a

developmental disabil ity. This training function requires that the

professional staff of the U.A.F., who represent various disciplines. hold

an academic position at the affiliated university/college. So that as the

professional provides services to individuals. he/she may take the opportunity

to provide instructions to students. The students enrolled in a U.A.F.

must have a mix of academic and practicllJri training. Students have classes

for a set period of time and then have practicum placements in a U.A.F.

activity with supervision provided by the staff professional.

Originally training was directeo towards graduate level students.
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i.e., masters and doctorial students. However increasingly U.A.F.'s have

expanded their training to include undergraduate and in-service students.

Thus increasing the role of the U.A.F. as it interfaces with community agencies.

The prov'ision of in-service training has particularly increased the liaison

between lJ.A.F.'s and community aqencies.

Unfortunately there are only forty-six U.A.F. 's, and the vast

majority of them are merely programs and not facilities. This number has

created it barrier to the liaison between U.A.F.'s and Developmental

Disabilities Councils and community agencies. Therefore, it has become

necessary to define the role of U.A.F.'s and State Councils and

community agencies. The definition of roles has centered on the ability

of U.A.F. 's to respond to the multiple needs of any agency or area. It

was decided that U.A.F.'s could collaborate ~/ith States in priority areas

mutually identified and within fiscal and manpower resources. This

arrangement is based on a needs assessment and has proved successful and

yet, burdensome to accomplish.

U.A.r.'s find that demands ,3re excessive and they easily interrupt

program activities, such as service delivery and training because limited

reso~rce!. are being stretched b,~yond their intended use.

Regardless of the a~lkwardne5s of this arrangement, some very creditable

accomplishments have and continue to occur at the State level. U.A.F.'s

have invested time and effort assisting States develop training prograrr, s

Additional activities such as staff development, materials development and

program consultation have provided needed resources to States. Of course,

U.A.F. 's have and continue to provide specialized direct care services

to individuals where these services do not exist locally. Examples of this

inclJde inter-disciplinary team diagnosis, evaluation, and treatment of
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individuals with severe/profound and multiple disabil ities.

These forty-six U.A.F. 's are located in thirty di fferent states.

These facil ities represent a nationwide network of services) training and

research. The experiences of more than a decade (1964 - 1977) have shown

U.A.F. 's to be a sound concept and an E~ffective mechanism for serv'ng the

needs of persons with a developmental disability. H0I1ever' ther'e is cl simplE

problem to consider. How is the best way to ex~and the U.A,S, program

to better service state council, community agencies and individuals?

The Question of a Satellite

The passage of the Developmental...:lJt.- Disabled Assistance an(.§jllJl.f Rights

Act (Public Law 94-103) recognized the fact that a U.A.F. or similar

facll ity is needed in each State. The new law introduced an innovative

concept called a "satellite center". As defined in the law and regulations,

a "sa te 11 ite center" is:

"an entity wh i ch is assoc i ated with one or more uni vers ity
affiliated facilities and which functions as a community
or regional extension of such university affll iated
facil ities in the del ivery of training services, and pro
grams to the develDpmentally disabled and their fa mil ies,
to personnel of State agencies concerned with develop
mental disabilities, and to others responsible for
persons with a developmental disabil ity."

This concept is intended to increase the availability of U.A.F. resources

to those areas either unserved Dr underserved by existing U.A.F. 'so The

sa tell ite center is intended to be attached to one or more U.A. F . 's whD wOU 1d

receive supplemental funding from the Secretary of Health, Education, and

Welfare for establ ishing and operating such a satell ite center'.

There have been many questiDns cDncerning the nature of the satellite

centers, SD it might be beneficial tD discuss SDme Df the mDre apparent

issues that have emerged.
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There are two divergent theories surroundin9 the definition of a

satell ite. Some bel ieve that the satell ite center was intended only to be

a physiccl1 plant and programmatic extension of a parent U.A.F.

As such the sate11iet would be in a fixed relationship with the parent

facility. Its funding and administration would come from outside itself,

i.e., the parent facility. In ,lddition, the satellite is envisioned as

a servicE' facil ity only and not a multi-faceted facil ity of services,

training, and research like the parent U.A.F.

The other theory suggests that a satell ite center in a community

unserved by a U.A.F. should be ddministered by itself in accord with the

commJnity, and not be a U.A.F., which has no direct reference or invo1ve-

ment with the particular community. This does not mean that the parent

facility is not to be closely integrated with the satellite center, but

more in a consultative than authoritative manner. Hith the satellite

cent,~r developing as a free standing entity, it should open the potential

for the satellite center to envo1ve into a multi-faceted U.A.F., thereby

slowly decreasing the level of involvement of a parent which was needed

during the initial years.

An IssLle

This brings up a most significant issue: can a satellite center evolve

into a free standing U.A.F.? This issue brinas about the greatest disagreement.

As stated above, one group cons iders the sati" He center to be o~Jv a

service extension of the parent U.A.F. The other opinion is that services

might not be the only need a satellite center could address. The satellite

center concept intends to increase the availability of U.A.F. resources;

which are services,training and research. If the satellite must start with
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limited resources and a potential for growth th~t is understandable, and

perhaps a wise development strategy. But ul timately the satell ite center

shoul d develop in response to the needs of the community it serves. I. f

the community needs staff tra ining either "in-service" or "pre-service",

than why couldn't the satellite center develop resources to meet this

need? The alternatives would be either no one meets the additlonal needs,

Dr the parent V.A.F. would have to address these needs Dr the development

of another entity. None of these alternatives appears to be too positive,

primarily because they are contrary to the intent of the satel"1 ite

center to meet needs unmet by existing V.A.F.'s. Rel"iance upon a V.A.F.

to meet all the needs of all States seems to be the sHuation which exists

presently.

There is one very critical aspect that must be mentioned in relation to

this issue which concerns funding. V.A.F" 's were originally funded through

the Maternal and Child Health (t1CH) program. Initially VAF's received

between 75% to 90% funding from ~1CH. Presently, only about 20 IJ.,".. F. 's receive

funding from the old Maternal and Child Health funds which ar"e adl1;nistered

by the Bureau of Community Health Services. On the average, most V.A.F. '5

receive less than 15% funding from the developmental disabilities program

which are restricted to administration and operational expenses.

In addition, the Bureau for Education of the Handicapped, vocat.ional rehabilI

tation, private foundations, state and other grant funds do contribute to thp

V.A.F. program. (In some cases, there are large investments of :,tate and local

funds.) So, regardless of the size and/or complexity of the satellite

center concept, it will require substantial funding from sources other than

Developmental Di~.abilities. All the discussion concernino direction and

orientation of tile satellite centers seems fruitless if other funding ,ource',
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do not approve of the cancent as stated in Public Law 94-103. All

of these funding sources must act collectively if the satellite center concept

is to become operational.

U.A.F. Funding*

( *percent of investment not intended to equal 100%)

So the fate of the sate" it,~ center concept is a serious question. Most

be1i~ve that the concept with b,~ instituted. Certainly the need for the

resource~: has been documented over and over again. The U.A.F. is a valuable

part of t.he entire developmenta'i disabil ities movement and, 1ike the State and

Federal aspects, will develop and change as the needs are identified and the

alternatives explored.

In conclusion, U.A.F.'s are a multi-faceted resource for State and local

agencies and organizations. U.I\.F.'s are committed to working with State

Planning Councils to identify al"eas where U.A.F. resources can be app1 ied.

The ,;ervices component of a U.A,.F. may not be particularly germane to the

establishment and operation of a community residential alternative. However,

U.A.F. 's have demonstrated that services can be developed in the community

to deal with the most severely disabled, thus opening new avenues in

preventing institutionalization. These avenues can be developed in relation

with community facilities to avoid institutionalization, as well as to
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maintain severely disabled individuals who ay'e already 'in the community,

U.A.F. 's have geared their training towaY'd undergraduate, gr'aduate, and

doctoral degree candidates. They have involved disciplines across a large

range, such as special education, psychology, pediatrics, speech, audiology,

social work, ch'ild development, physical theY'apy, occupational therapy,

dentistry, etc. Although these are very special ized discipl ines and may be

involved in institutional settings, i.e., State schools and hospitals, they

certa i nly are Vill uab1e profess i ona ls to commun ity programs. These

professionals can provide treatment and support services for individuals whc)

are in the community already or returning to the community as the result of j

deinstitutionalization effort.

U.A.F. 's have devot.ed much effort to the development ~f materials in human

development, behavioral management, personne'[ training, and other areas. These

materials are used in conjunction with meeting identified training needs. All

of these materi,jls can increase the capabil ity of community sta Ffs to become

trained and oriented to the various techniques that can be employed to increase

the potentials of individuals living in the commur,ity.

U.A.F.'s are committed to working with State Planning Councils. They

generally keep a close liaison with Councils and State Agencies, maintaining

communications on available technical assistance. If you are interested in the

assistance of a U.A.F. in developing community services, contact the State

Planning Council or the U.A.F, directly. The resources can complement the

State Council and should be explored for new \~ays to deal with the problems of

individuals with disab'ilities in the community.
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D. Protection and Advocacy Sy~;tems

The Developmentally Disab"led Assistance and Bill of Riqhts Act

(Pul1ic Law 94-103) introduced a new Title II called, "Establishment and

Protection of the Rights of Persons with Developmental Disabilities".

Thi'; Titl e II has four el ements:

Section 201 - Rights of the Developmentally Disabled;
Section 202 - Habilitation Plans;
Section 203 - Protection and Advocacy of Individual Rights; and
Section 204 - Studie~. and Recommendations

Each section deals with a specific finding, procedure, process and study

in 1;he area of protection and cldvocacy of human rights for persons with

developmental disabilities. The locus of these provisions clearly

demonstrates Congress' intentic.n to mandate the right to treatment, services

and habilitation for persons with developmental disabilities.

The B..i.9.!!ts of Persons with a DE'velopmentall y Disabil ity

This section has language in it which speaks for the entire Congress

and therefore for all Americans. It states that the Congress makes the

following finding with respect to the rights of persons with developmental

disabilities. The findings are:

1. "Per'ions with developmental disabil ities have a right to appropriate
tredtment, services and habilitation for such a disability."

2. "The treatment, services and habilitation for a person with develop
mental disabilities should be designed to maximize the developmental
potential of the person and should be provided in the setting that
is least restrictive of the person's personal liberty."

3. "The Federal Government and the States both have an obligation to
assure that public funds are not provided to any institutional or
other residential program for persons with developmental disabilties
that -
(A) does not provide treatment, services and habilitation which

is appropriate to the needs of such persons; or
(B) does not meet the following minimum standards:

a) Provision of a nourishing, well-balanced daily diet to
the persons with developmental disabilities being
served by the program.

b) Provision to such persons of appropriate and sufficient
medical and dental services.
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c) Prohabition of the use of physical restraints
on such persons unless absolutely necessary and
prohibition of the use of such restraints as a
punishment or as a substitute for a habilitation
program.

d) Prohibition on the excessive use of chemical
restraints on such persons and the use of such
r',straints as punishment or as a substitute for
a habilitation program or in quantities that
interfere with services, treatment or habilitation of
such per',ons.

f) P',rmission for close relatives of such persons to
visit them at reasonable hours without prior notice.

g) Complianc.e with adequate fire and safety standard~;

a'; may be promul gated by the Secretary.
4. "All programs for persons l'/ith developmental disabilities should meet

standards I'lhich are designed to assure the most favorable possible
outcome for those served. and -
(A) in the case of residential programs serving persons in need of

comprehensive health-related, habilitative, or rehabilitative
services, which are at least equivalent to those standards
appl icable to intermediate care faeil ities for the mentally
retarded promulgated in regulation'; of the :,ecretary on
January 17, 1974, as appropriate when taking into account
the size of the institutions and the service delivery arrange
ments of the fac i"I it i es of the programs;

(B) in the case of other residential programs for persons wlth
developmental disabilities, which assure that care is appropriate
to the needs of the persons being served by such programs,
assure that persons admitted to facilities of such programs
are persons whose needs can be met through services provided
by such facilities, - and assure that the facilities under such
programs provide for the humane care of the residents, are
sanitary, and protect their rights; and

(C) in the case of non-residential programs, which assure the care
provided by such programs is appropriated to the persons served
in the programs."

Essentially these findings are major areas of concern now specifically

noted in legislation a'; the responsibil ity of the Federal and State

Governments. The scope of this responsibility includes all programs,

residential and non-re';idential, which recieve public monies. This section

does not explain how the Federal and State Government's are to implement

and assure these findings. The next two sections of Title II provide these

answers. First, Section 202 mandates individual habilitative olans for

persons with developmental disabil ities. Second, Section 203 lTIandates
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State protection and advocacy systems for such persons. Both of these

sections adequately require procedures and processes to assure the findings

of ~ection 201.

Habilitation Plans

Section 202 requires that each State participating in the formula grant

part of the program assure the Secretary of Department of Health, Education

and Welfare that all persons receiving services under the formula grant

funcs have an individualized written habilitation plan. Furthermore,

reqL i rem,~nts i ncl ude assurance that every agency, program and project funded

with developmental disabilities funds provide services on the basis of

written habil itation plan for each individual served.

Each habilitation plan must be written and individualized to each person's

specific needs. The plan must contain a statement of the long-term habilitation

goals and the intermediate habilitation objectives relating to the attainment

of such goals. The objectives should be stated in sequence and be expressed

in tehavioral or other terms that provide measurable indices of progress.

Each plan must be clear as to the objective criteria and evaluation procedure

and schedule for determining the effectiveness of the plan. Specific attention

during the evaluation is to be directed towards describing how the objectives

were achieved with regard to the suggested strategies mentioned in the

orisinal plan.

Every plan developed for an individual involved with a developmental

disabilities funded program shall be developed jointly by the person with

deve'lopm,~ntal disabil ities, and where appropriate, parent /advocate or

guardian, and the representative of the program primarily responsible for

delivering or coordinating services to the individual. The plan must attest
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to the procedure for developing the plan and must name a program coordinator

who will be responsible for the implementation of the plan.

This section describes the habilitation plan as containinq statements

of specific habil itative services to be provided, the agency or agencies to

provide the services, the qualifications of staff to provide the services

and finally the initiation and duration of the services. The plan is

completed by indicatin!l the role of all parties implementing the nlan and

the schedule for at least annual revision of the plan.

All states who \~ant to be certified for receipt nf the federal formula

grant funds must comply with this requirement by giving assurances to the

Secretary of OHEW as required in the Act and the regu-tations in their State

plan. These assurances state that D.O .. hnds lii11 be distribu(ecJ to

any agency that does not have a habil itation planning procedure for each

client served.

Protection and Advocacy of Individual Rlgbts

Section 203 contains the ~rovisions of the Protection and Advocacy

Systems now required in each State participating in the formula grant

program as a provision of the State Plan. This system has been the focus

of much attention since it was mandated to be in existance by October 1, 1977.

The elements of the Protection and Advocacy Systems appear simplistic

for State to comply with by the deadline. The provisions are that not later

than October 1, 1977:

(1)

(2)

The state will have in effect a system to protect and advocate
the r·ights of persons with developmental disabilities, and
Such system will:
a) have the authority to pursue legal, administrative, and otheY'

appropriate remedies to insure the protection of the rights
of such persons who are receiving treatment, services, or
habilitation writhin the State, and
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b) be independent of any State agency which provides treatment,
services, or habilitation to persons with developmental
disabil ities."

Twu major issues surrounding these provisions concern the independence

of the system and its suggested powers. Since the January 27, 1977 regulation'

stat.ed that the Governor designate the responsible agency for the system all

the issues centered on the Governor of each State. The issue of independence

has two sides. Government, is concerned particularly about who or what will

acc(,unt and control the system if the responsible agency cannot be a service

provider. While the private sector is suspicious of the conflict of interest

any protection and advocacy system might have if it is housed under ~ govern-

ment.al agency. This issue has been and continues to be debated. It will take

somE' tim,e before an analysis can be done regarding the pros and cons of the

issue.

A s,econd issue which surfaced during the discussions about the Protection

and Advocacy Systems concerned the scope of the power of the system. Governors

were' not enthusiastic about designating an agency to turn around and bring suite

against the State. The past has seen numerous class action suit brought against

States for the right to treatment. Governors were not interested in seeinn the!e

new Protection and Advocacv Systems brina addition~l litioation aqainst the Stales.

Thi~ issue is not whether to litiqate or not. but rather where is the emph~

sis on litigation for this system. The law states that the system must have

"auUority to pursue legal, administrative and other appropriate remedies ..... "

It needed to be understood by a11 pa rt ies jus t how to dec i de :10\'1 to pursue a

remedy. Did Congress intend that legal advocacy be first priority, administra-

tiVE advocacy second priority and other appropriate remedies be the last

ditch efForts? Or did Congress intend appropriate remedies be the goal and

* 4~CFR Part 1386.70
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Unfortunately, this debate too is continuing like the debate regarding

independency of the agency. There doesn't appear to be any statical way to

settle the score because too few systems are prepared to initiate remedial

actions at this writing. However, it can be conjunctured that Congress's

intent was closer to the later explanation. That remedies be persued where

most appropriate. In translation t.o a policy statement it. could be stated

as "Advocacy action to remedy any situation under the jurisdiction of this

system will be pursued at the 100,est aporonriate level. If a r'emeC:v can be

obtained through administrative advocacy prior to court action than it is

appropriate if the desired outcome is obtainable".

Currently 48 States have had their Protection and Advocacy plan

approved by the central Developmental Disabil ities Office. These pl.lns

were developed by a vadety of governmental and non-governmental agencies.

There results (plans) are the essense of the various Protection and Advocacy

Systems. Advocates should obtain a copy of the State's Protection and Advocacy

plan to be able to understand the system in the State. These plans are on

pre-printed forms and should show consistency in format and information. Persons

with developmental disabilities are enl:ouraged to participate in the Protection

and Advocacy System to help insure that: the system can function vlith an

a\1areness of pE'rsons with development,1 clisabil ities.

Studies and Recommendations

This is the final section of Title II, It simply is in response to some

confusion over the most appropriate standards for assure qual i ty in service

del ivery. Section 204 requires the Secretary of Health, Education and Welfare

to conduct or arrange to have conducted a review and evaluation of the standards
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and quality assurance mechanisms applicable to residential facilities and community

agencies under the Rehabilitation Act of 1965, Title XXIII, XIX and XX of the

Social Security Act and any oth,~r Federal law administered by the Secretary

of Department of Health, Education and Welfare. The review and evaluation is

to be conducted on their effectiveness in assuring the rights of persons with

developmental disabilities. In addition the review must indicate the

effectiveness of these standards in insuring that services rendered are

consistent with current concepts of quality care for treatment, services and

rehabilitation of such persons.

Thi~, study is to recommend standards and qua 1ity assurance mechani sms based

upon performance criteria for measuring and evaluating the developmental

progress of a person. These reo:ommendations are to be util ized by the

Secr~tary to implement changes in the current standards and regulations

conc~rning quality assurance.

Conclusion

The remaining sections of this module will discuss the eligibility

crit,~ria for service, planning, funding, and the relationship of Developmental

Disallilities with other service programs.

The four aspects discussed in this section are the major activities

provided by the program. As mentioned in the Statement of Objectives the

program has built in flexibili~1 that enables each State to custom design its

program within the boundaries pJ"esented in this module. This knowledge will

allow advocates to participate in the implementation of the program assisting

and improving the welfare and 1 ivelihood of individuals with a developmental

disability.

Prior to continuing on to the next section, take a few minutes to



answer the following questions. since t.hey highlight important concepts

mentioned in the text.
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Worksheet--Section II

11 What two designations mu~,t the Governor make in establishing the State's
Developmental DisaoilitiE's Program?

_______________ and _

2: What three features of the human service system does the Council's
me,nbershi p represent?

A.
U.
C.

3) A nongovernmental representative must be from what kinds of agencies?

4) Wholt is the purpose of a member appointing a delegate to the State Council?

5) Name any four programs that Sllould be represented by governmental agencies
on the Council.

A.
B.
C.
D.

6) State Planning Councils are to be
behalf 0 f j ndj vj dua 1s wj t h a deve l-=o-::Cpm=-e=Cn"t"a"l----:;dTjs::Ca"b"j"l'j-:;:etyc:-.-----

on

7l What are the two categories of membership in the National Advisory Council'?

and _

d) What are two specific studies mandated by Publ ic Law 94-1D3 that must be
conaucted by the Secretary?

and _
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~) The Developmental Disabilities Dffice is attached administratively to the
Office of:

A. Vocational Rehabil itatlOn
8. Housing and Urban Development
C. Handicapped Individuals
D. Human Developrnent Services
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I I I. Eligibility Criteria and Application Process

The d2velopmental disabilities program is not a direct care services

proqr3m. This means that an individual cannot receive directly from the

progr.,m services or funds. Rathl~r, the developmental disabilities program

awards grants to public and/or private nonprofit agencies and organizations,

who in turn use the funds to provide direct care services to individuals

and/o~ their families.

Agenc1 or Organization

The criteria for any agency to receive d2velopmental disabilities

funds is the same regardless of the level to which the application is

submi~ted, i.e., Federal or State. The applicant must be a public or

private nonprofit agency or organization. This means an agency or organiza

tion -in which no part of the net earnings are for the benefit of any

private individual or share holdE,r.

Individuals

rundamentally, any individual who fulfills the developmental disabilities

definition (See Page 5) is el igitole to benefit from services provided by any

agency receiving d2velopmental disabil ities funds. The only exception to this

criteria is the admissions criteria establ ished by each individual grantee

receiving d?velopmental disabilities funds.

For example, let's say that agency B is receiving developmental disabilities

funds for d day care program. As a contingent of funding the agency had to

describe the target population in the program. The agency has targeted the

program for individuals between the ages of 1 and 5 who have a severe or

multiple disabilities and are non-ambulatory. These criteria have been imposed
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because the project is attempting to provide ,i resourCE~ which priol' to the

project was not available,

This is not to presume that day care services exist for all other children

between the ages of 1 and 5 who are ambulatory. Rather, it IS ~;imJlly d limited

access program because it hopes to emphasize a particular target population who

have an identified need documented in the State plan. These exceptions to the

fundamental definition dre not truely exceptions, but rather they dre

stipulations that direct funding to specific populations in need.

University Atfil iated Fdci 1ities

The criteria for r,~ceiving funds as a UAF are extremely compl icated, ]f

you remember the discussion concerning funding of UAF's (Section II, pages

31-:S) there are multiple funding sources that must be accessed. It would be

beyond this module to discuss the eligibility criteria involved for each poten

tial funding source. Suffice it to say that funding for d UAF must be pursued

throuQ', Maternal and Child Health, Bureau of Education for the Handicapped,

Vocational Rehabilitation, State and local governments and private foundations

and grants. Generally the criteria will require a public, or orivate nonryrnfit

agency or organization, however, there will be additiondl stipulations to

consider (See definition of UAF, page 31),

UAF Satell ite Center

The statute requires that an existing UAF sponsor d "satellite center" The

feasibil ity studies required by the Secretary prior to dny fundi,ng for a

satellite center' must be conducted by an exi~,ting UAF. The reslilts of this

study will be a description of the kind of facility needed to meet the

identified need~ of the neographical area to be served. This description w 11

influence the k'ind of applicants sought for the center, but most. 1ike"'y
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the applicant will have to be a public or private nOl1profit agency.

Application Process Model

The process model which follOl-/s ~Iill mirror the one most employed at t:,e State

level. There are many variations, however, the fundamentals will remain the

same. This process model ~Iill also conform, with that rrocess employed at

the Federal level, although specific mention will be made of critical variations

in th,! State and Federal processes.

Regue~; t for Proposa1s

When priorities are established in the State plan, the State Agency will

solic1t grant proposals from any nonprofit private or public agency to address

any of the identified priorities. Generally the State Agency will publish

newspilper ~dvertisements called "Requests for Proposals" (RFP). These RFP's,

as thE're m~y be several, announce the priority or priorities for which grant

propo~als are being requested. They will indicate the type of proposal (s)

being requ,:sted by stipulating the priority, the diltes for subrrJission and

tentat i ve dwa rd, the forms to be used, the amoun t of funds to be awa rded a

particular priority, as well as for each approved proposal, any necessary

geographic information (like counties to be served), and a contact person.

Although most State Agencies use the RFP process, (i.e., newspaper advertise

ments) personal contact \~ith the agency will insure that you are informed of

the RFP's being published.

At the Federal level, RFP's are announced in the Federal Register and

published -n the "Commerce Business Daily". This paper is a daily listing of

all Federal contracts, sub-contracts, surplus property, land and grant a\~ards,

and RFP's. It is publ ished by th,: U.S. Department of Commerce on subscription

basis ~nd distributed by the Government Printing Office.
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There is no 1imit to the number of RFP' s a State may publ ish since there

is not limit on the number of priorities that may appear in the State plan,

Sometimes a priority will be published more than once depending on the response

the agency received in terms of the proposals Submitted" Proposals do not have

to request all the funds allocated for a particular priority, but generally

cannot exceed the amounts indicated in the State Plan.

Grantsmanship

When a nonprofit private or public agency or organization applies for a

grant in response to the request for proposals, or in some cases, for

discretionary funds, they must use prescribed appl ication forms designed for'

that specific purpose, i.e., developmental disabilities funding. Grantsmanship

is a long and sometimes complex process that requires documentation of the need

for services, the population(s) to be served, the content and methodology of the

proposal, the personnel involved, the budget, the project monitoring and

evaluation procedures, and a statement on continuation funding of the project at

the conclusion of the developmental disabilities grant.

Grant writing is a process requiring prl'planning in two ways. First. the

program content and the methodology must be organized so that tlley adequately

presents a project which conforms with the priorities of the Council. Applicants

should arrange each goal, objective(s), and major milestones/tasks on a

"time-line." A "time-line" will indicate in a comprehensivE' manner all of the

project activities which occur sequentially and simultaneously.

The second preplanning aspect is related to the first by arranging the

budget on a "time-line', which corresponds to the accomplishment of goals and

objectives. Budget projections should coincide with projected activities. This

way the expenditure of funds can be monitored according to the grant's activities.
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There are many examples to demonstrate why the use of a "time-l ine" makes for an

orderly presentation of a proposal in terms of a well thought out program. The

best E'xample concerns allowing for "start-up" time necessary for all projects.

As a general practice grant staff and grant participants (those to be served)

are not solicited for the project until the grant is awarded. In some cases, the

grant might not be awarded until three or five months after submission. Therefore,

the a~pl icant would not hire staff or enroll cl ients until funds were

awarded. This delay may take 1 to 2 months, which on a 1 year grant leaves

only 11 or 10 months to accomplish the program's objectives. By using a

"time-1 ine" concept, the grantee can indicate when operation will start after

the grant award allowing for "start-up" preparations, i.e., hiring staff and

enroll i ng cl i ents, thereby, in forming the fundi ~g sources when the project will

actua 11 y ope ra te.

t10nito!:..!.!!fL and Evaluating

Monitoring grant activities is not simply a Sherlock Holmes adventure. The

true value of monitoring is itsl.bil ity to identify strengths and weaknesses of

a grant and direct assistance to the grantee to balance the program. If there

is a weaknE,ss, the monitoring process should being attention to the problem by

alerting the Council, State Agency and grantee. In this way the problem might

be addressed before it causes the demise of the grant. Constant or periodic

monitoring is a helpful tool to grant progress, and can save a grant with early

problems. or can document why a particular project should not continue.

Therefore, monitoring is a process of identifying a grant's vleaknesses and/or

strengths, as they develop during the grant period. Monitoring also allows

the grantee, the State agency and the counsi1 to react appropriately to these

findinqs with strategies for implementing the grant. While monitoring ob5erves



54

program performance dur'ing the grant period, evaluation is an assessment of a

grant's sUCCeSSl!S and failures either during or at the end of the project period.

Due to trends toward accountability, evaluat'ion of grants has become a very

conscious and aggressive activity that deeply concerns the grantor, the grantee,

the participating clients, and the general public. Public Law 94-103 mandates

the Council and Agency to develop evaluation tools for grants management.

Follo"ing the monitoring process, evaluation takes into account the

periodic monitoring reports, as the evaluator assesses the results of the

grant. 11onitor i ng reports give the eva 1uator a bas is for unders tand i ng the

kinds of successes and fa il ures experienced by the project and what remedies

Vlere suggested and why some were successful dnd others not.

In addition to the monitoring reports, the evaluation of a pr'oj ec t us Ud 11 Y

includes a final report by the grantee givinq a self-assessment on the project

and a final site visit" if the proj ect is still operating, should yield a

report that offers justificdt"ion and accountdbil i ty of the grant award.

"Evaluation, therefore, has two dimensions: ~!'1ensionYf objectivilli

which is characterized by factual results and outcome~, and (,---d~mension of

qual ity, which is characterized by judgement and by indicators of worth and

value". (Vitalis and Cherington, 1976)

Continuation Fu~ding

The final consideration for potential grant applications in preparing a

grant proposal is a statement regarding continuation funding of the project

beyond the period for which funds would be awarded. I~ost State Councils or

State Agencies award gl"ants on the basis of a pilot program mechanism of 1 to 3

years. This practice is designed to establish projects with enough time tc'

demonstrate value and effectiveness in addressing a pdrticular priority. (lnce
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the pilot program period has lapsed, successful projects should be maintained

by generic and/or private funding,

State Councils or State Agencies can be influential in supporting their

succes~;ful project in attempts to secure continuation funds. They can be

convinced by monitoring reports and the evaluation that the pilot program

merits continuation. The grantee should encourage active Council/Agency

support for continuation funding if they are so inclined. This support is

signif'cant in that often the genE'ric funding sources with State and Federal

dollar~. are members of the Council. However, if the funding source is not

present on the Council, the Council can be encouraged to approach the funding

source in support of the project.

Unfortunately, too many State Councils and Administrative Agencies have

been remiss in assisting proven projects to secure continuation funding. This

has resulted in accusations that the pilot project mechanism is not helpful to

indivicuals with a developmental disability since by the time a project proves

valuable, the funds have been expended, and there is not funding source willing

to continue it. Successful community programs which are initiated, need to be

maintained if they are to actively prevent institutional ization. The

potentials are too very real for returning individuals to institutions because

community pl"ograms have no secure funding. The problems of continued funding

for pilot pl"ojects should be focused upon by State Planning Councils as an

administrat"ive priority. If Aqencies fail to find ways to secure continuation

funding for successful pilot projects then it should reconsider funding at all.

Conclusion

Th~ information of t!;IS secti,)n is designed to increase the reader's

programnatic understanding of how Jevelopmental Disabilities funds can be
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secured. This section indicates the fundamental grant. structures used by most

States, however, the actual process for any State must. be identified and used

by grantees when submitting an application.

Before proceeding to the next section, please take a few minutes to answer

the highl ight questions that follow.
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Worksheet--Section III

1) Fundamentally, any indiviaual who fulfills the definition of developmental
disabilities is eligible to benefit from a service funded by Developmental
LJhaoil i ti es.

True _ Fal se _

2) An agency Dr organization applying for Developmental Disabilities funds
must be or _

3) What kind of facility must sponsor a UAF "satellite center?"

4) What does RFP stand for?

0) List three potential funding sources of a UAF.

A.
~.

C.

b) Grant writing requires preplanning in what two areas?

A.
B.
C.

7) The "time-l ine" indicates in a comprehensive manner all the project
activities whic~l occur and

8) Evaluation has what two aimensions?

A.
ll.



9) Some Councils and State Agencies have been lapse in securing

Sf)

--~--

luI

for projects to continue after its Developmental
Disabilities grant expires.

All appl ications that receive funds must develop a

for all individuals participating in the
project.
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IV. Planning Process

This section is devoted to a discussion of the State plan required of

each State participating in the formula grant program. Mention in Section II

was given to the mutual responsibilities of the State Council and the State

Agency (See page 12) for the State Plan. This discussion will focus on

this mutual responsibility in specific detail. Emphasis will include

suggestions about the potential role advocates can play in this State

Plan process.

The State plan requirements, as mandated by Public Law 94-103,

are desi~lned to provide a framework for a comprehensive planning process.

This design reflects the emphasis of the Developmentally Disabled Assistance

and 3ill of Rights Act on adequate planning for services. The specific

requ i rements number 30 and covel' a broad range of areas. They are

notel'lQrthy here so that the discussion can be directed toward specific

issu,~s. A State Plan for the pl'ovision of services and facilities for persons

with developmental disabilities must -

1) designate a State Planning Council as perscribed by law;

- designate a State administrating agency as perscribed by la~l;

- designate a single State agency for construction programs as perscribed

by 1aw,

2) describe the quality, extent, and scope of services being provided, or to

be provided under other State plans affecting the disabled; including

programs such as education of the handicapped, vocational rehabilitation,

public assistance, medical assistance, social services, maternal and child

health, etc.;

- describe the needs to be met, and individuals to be served (such as type

and severity of disabilities, age groups, economic status)
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- describe how fund,; from the Act will compliment dnd supplement rather

than duplicate or replace services eligible for Federal assistance under

other State programs;

3) set forth priorities, policies and procedures for the expenditure of

funds under this Act;

4) contain assurances to the Secretary of the Department of Health, Education

and Welfare that Developmental Disability funds will be used to strengthen

services to the disabled in various political subdivision of the State

in order to improve the quality, extent and scope of such services;

- give assurances that part of the funds available through this program

will be made available to other public or nonprofit private agencies,

institutions and organizations;

and there will be reasonable State financial participation in implementing

the State plan;

5) describe the quality, extent, a~d scope of treatment, services and habili

tation being provided or to be provided in implementing the State plan;

6) provide that services and facilities furnished under the plan comply with

standards perscribed by regulations, including standards as to the scope

and qual ity of services and the maintenance and operation of facil ities;

7) include provisions, meeting such requirements as the U.S. Civil Service

Commission may perscribe, relating to the establ ishment and maintenance

of personnel standards on a merit basis;

8) provide that the State Planning Council be adequately staffed and identi

fied staff be assigned to the Council;

9) provide that the State Council will review and pvaluate at least annually.

its State plan and submit appropriate modification to the Secretary;

10) provide that the State administrating agency will submit reports as

required by the Secretary, and will ke"o such records and affort such access
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thereto as the Secretary finds necessary to assure the corrections and

verification of such reports;

11) provide that special financial and technical assistance be given to areas

of urban or rural poverty in providing services and facilities;

12) describe methods to be used to assess the effectiveness and accomplish

ments of the State in meeting needs of developmentally disabled

individuals;

13) provide for the development. of a construction program for facil ities to

serve the developmentally disabled;

- based on a state-wide inventory of existing facilities and a survey of

needs and meeting the requirements perscribed by the Secretary for

furnishing needed services to persons unable to pay;

14) set forth the relative need for projects included in the construction

program, and assign priorities based on financial resources availalbe

for maintenance and operation, and that construction will be conducted in

accordance with standards perscribed by the Secretary;

15) specify the per centum of the State's allotment to be devoted to

construction, however, not more than 10% of the allotment for any fiscal year

maybe committed;

16) proviae to every applicant for a construction project an opportunity for a

hearing before the State agency;

17) provide for such fiscal control and fund accounting as maybe necessary to

assure proper disbursement of funds paid to the State;

18) prov"ide assurances that financial support exists to complete the construction

projl!ct, and to maintain and operate the facil ity;

19) provide assurances that all laborers and mechanics employed in the

construction project will be paid wages consistent in accordance with the

Bacon-Davis Act;
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20) contain a plan to eliminate inappropriate institutionalization, and to

improve the qual ity of care and surroundings of persons for whom insti tu-

tional care is appropriate;

21) provide for early screening, diagnosis, and evaluation (including maternal

care, developmental scr'eening, home care, infant and preschool stimulation

programs, and parent counseling and training) of developmentally disabled

infants and preschool children, particu"larly those with multiple handicaps;

22) provide for counsel ing, program coordiniltion, follow-along services,

protective services. and personal advocacy on behalf of developmentally

disabled adults;

23) support the establishment of community programs as alternatives to insti-

tutionalization using, eto the maximum extent feasible, the resources and

personnel in community agencies to assure full coordination and the

provisions of appl"opriate supplemental health, eclucational, or social

services;

24) assure that the human rights of all individuals will be protected while

receiving treatment, services or habilitation in programs funded under

this Act;

25) provide for a Des"ign for Implementation includinq methodology for imple-

mentation of the State plan, priorities for expendinq funds, detailed

plan for the use of funds, specific objectives to be achieved, 1ist of

programs and resources to be used, and method fOl" periodic evaluation

of the design's effectiveness;

26) provide for maximum use of volunteers in accordance with the Domestic

Volunteer Service Act of 1973;

27) provide for the implementation of an p.'Jaluation ~;ystem in accordance with

they system to be designed by the Secretary;
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28) provide to the miximum extent feasible, an opportunity for prior review

and comment by the State Planning Council of all State plans for the State

which relate to programs affecting persons with developmental disabilities;

29) provide for the protection of interests of employees affected by deinsti-

tutionalization; and

30) contain additional assurances and information as the Secretary may find

necessary to fulfill the provisions of this Act.

All of the above requirements have been further described in regulations

(Title 4!i Code of Federal Regulations, Chapter IV, Part 41C)

and guidelines promulgated by the Secretary of Health, Education and Welfare,

through the Developmental Disabilities Office. 80th these documents are

availablE! through the State Council's staff and the regional Developmental

Disabilities office, upon request.

Thel'e are three very important terms that are critical to understanding

the nature of the sta te plan requi rements as they pertn into the need for

serv ices., The terms are:

Quality:

Extent:

Scope:

The plan shall provide that services and facilities
furnished under the State Plan for individuals with
a developmental disability will be in accordance with
standards set forth in section 1386.17 of the regulations.

The plan shall identify the kinds of needs that exist,
those to be met, and individuals to be served (such as
type and severity of disahilities, age groups, economic
status), the geographical location, distribution, and
accessibility of services, and other relevant factors.

The plan shall describe the scope of services to be
provided, taking into account Federal'y - aided State
and local programs involved, manpower, and financial
resources, and other factors, directed toward th~

alleviation Df developmental disabilities or toward the
social, personal, physical or econorllic habil itation
or rehabilitation of individuals with a disabilit~l.

These terms direct the planning effort towards substantive areas whic~ are
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1inked to the questions "What good did the service del ivery system do to those

involved with it?" "How close to an ideal service system is the existing system?"

"How many needs are served given the basic needs of the individuals with a

disabil ity?" The answers to these questions should be of utmost importance to

advocates concerned about the Council and its understanding of the needs of the

State developmental disabilities population.

Mutual Responsibilitie~

The mutual responsibilities of the State Council and the State Agency are

des i gned to encourage cooperat ion bet\1een, governmental and non'l0vernmenta1

the public and private sectors, all involved with service delivery for indi

viduals with a disabil ity. The situation creates a natural monitoring system

because each one's responsibil ity is contingE!nt upon activities of the other

party. This is best explained as follows:

1) the Council sets the direction for the plan;

2) the Agency writes t.he plan;

3) the Council reviews and submits the plan,

4) the Agency implements the plan; and

5) the Council and Agency monitor and evaluate the implementat ion of the plan.

There is also a third responsible party to the planning process. Indivi

duals with a developmentally disability and/or their advocates and any interested

individuals may participate in this planning process. Through the various steps

of the plan the participation of the general public is necessary if the final

product is to address t.he real needs of those it intends to serve. Certainly

it is the intent by every Council and Agency that their State P"lan be reflec

tive of the people it will serve. However, their efforts could be significantly

enhanced through the positive involvement of disabled individua"ls, par'ents,

providers, and the general public. The Council and Agency generally conduct
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planning sessions which are open to the publ ic. HOI'/ever, it is the responsibil ity

of the public to take advantage of any public hearings and other opportunities

to share data and information \~ith the Council and the State Agency.

Data Collection

The collection of data and information germane to the State plan by the

State Council and State Agency is a major avenue for public involvement.

The State plan requirements emphasize the need to know the status of the

entire service del ivery system, including all those Federal/State programs

that affect the disabled.

Review of State Plans

The review of all State plans which relate to programs affecting indivi

duals with a developmental disabil ity is a mandated responsibil ity of the

Council (See State Plan requirement 28). The State Council must identify all

the State plans affecting the disabled and develop a collaborative working

effort with each responsible State agency for the plans identified. The Act

suggests some State plans the Council should review. They include: vocational

rehabilitation, public assistance, medical assistance, social services,

education of the handicapped, mental retardation, mental health, maternal and

child health, and crippled children and comprehensive health planning.

Additona"1 State plans which the Council may wish to review are: transportation,

housing, recreation, community development, and advocacy. Basically any program

operatinq in the State regardless of the funding source could fall under the

review of the State Council. The intent is that the Council needs to famil iarize

itself with the State's service delivery system and all the potentials for

services to individuals with a disabil ity. Certainly this review is an

extensiv(~ task, therefore, requiring some decisions by the Council regarding
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which State plan it wishes to review in any given fiscal year,

The reader will recall that one category of membership for the State

Council consisted of State agencies' representatives for those programs that

impact the disabled. These representatives can be instrumental in acquainting

the Council and the Agency with the processes that lead to the development of

the respective State plans. This information will provide a framework by

which the Council can understand at which points it should provide information

and/or comments on different aspects of a State plan.

It is critical in the process to establish a good working relationship

on the Council among the State agency representatives and the other members,

These relationships can determine whether a meaningful and constructive

exchange will exist on the Council concerning the review and comment of

State plans. Without a working relationship among the members, the Council

will sacrifice any natural advantage that the Council's forum could create

due to its membership components. NOTE: The Council's membership typifies

the triangle of the humetn service del ivery system: those who need services.

those who administer thE! State's responsibility for seY'vices, and those who

provide services.

In the early years of the program, the review of the state plans was

informal and staggered 1n most States. Initially Councils were unsure of ,~hat

kinds of information they should research in their review of a state plan,

However, these reviews have improved in recent years since the developmental

disabilities State plan guidelines have directed State to consider certain

information relative to population, services, providers, resources and

utilization of the progY'am by individuals with a developmental disability,

There are, however, two factors to consider in assessing the Y'eview of

State plan.
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Unfamil iarity

The mandate to review ~ 5tate plans affecting individuals with a

disability is an Driginal provision of th2 d2velonmental disabilit~ act

in 1970 t.hat was continued by the 1975 amendments. Unfortunately, the

Stat2 Councils have not been extremely successful in implementing this

requirement, although many individual attempts have been articulated.

The review requires a degree of famil iarity with the concept of State plans

as well itS a knowledge of the v,Jrious federal/state programs which have

state plans. Persons who have never seen a State plan are quickly confused

by its regulations, format and Jrocess, regardless of the plan's content.

Therefore, it is essential to b2come famil iar, not only with the content

of a particular State plan, but with the regulations, format and processes

that are used to develop a State plan.

Coullcil members have an additional challenge in fulfilling this review

requirements. The Council must attempt to identify its role in this review.

Members nust be mindful that the review does not have along with it any

approval or disapproval authority. The review should result in an increased

working knowledge of what a program is or is not doing for individuals ~lith a

developmental disabil ity. This knowledge should result in Council suggestions

as to how a program could initiate, increase and/or improve services to the

developml!ntally disabled. The Council must nogotiate with a program rather

than demdnd. The Council must cooperate with an agency rather than dictate

to the agency. State agencies responsible for these various state plans are

not sure what it means to partici~ate in this Council review. Therefore

the Council needs to assure State agencies that it can offer rel iable and

constructive comments and suggestions. At the same time the Council must
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interact with the State agencies to see if they (the State agencies) are

interested and committed to the improvement of services and facil ities for

individuals with a developmental disability.

Staff

Another facet that has affected the review of State plan is the staff

to the Council. Often staff is unavailable (man hours) or is unfamiliar

with any procedure which could facil itate the review.

If the Council members are unfamil iar with State plans. they

naturally look to staff to fill this gap. Unfortunately, many Councils have

one or two staff members dividing the entire work load. Therefore, some

Councils have not conducted thorough reviews because they chose not to commit

excessive staff time to the review at the expense of other things to do. The

biggest contributing factor to this problem has been that some Council's

staff are still writin'l the d,:,velopmental disability ';tate plan. This is an

enormously time consum'ing task which is the proper responsibil ity of the State

agency (See page 11). If Council staff are made to author the State plan

than this decreases th(~ir time available for review of State plans.

In those States where staff are available to review State plans, the n~jor

problem confronting the Council is "How to r~Vie\1 the State plan?" There have

been numerous attempts to systematize and simplify the review. Some States

have developed formats which 'live staff specific information requirement to

key on duri ng the rev i (~w. Th is idea ha s been further strengthened by the

information requirements of the State plan (See State plan requirements, page 59 ).

Regardless of the available staff, the famil iarity of the Council to State

plans, there are two consistant problems that must be dealt \lith "if the review

is to prove beneficial. First, State plan review of this type is not a general
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practice. Therefore, State plans do not share the same requirements for

information. Thus making comparisons extremely difficult. A typical problem

of t1is sort is that not all State plan count their populations along

the ;ame definitional or demographic lines. For example, education program

do not usually count the mental retarded, cerebral palsied, epileptic and

auti;tic. Rather they might count the trainable retarded, the learning

disabled, students with speech and hearing problems, etc. If the

prog'am doesn't count the developmental disabilities population than some

othe' comparisons must be developed.

The second problem to be considered relates to the presentation of the

review information to the Council members, to the State agency, to anyone else,

If the prime reviewers of the State plans are staff than their presentation

of their research findings to the Council can be a problem. The problem

1ies in how information can be presented to the Council members so they can

make use of it. The special problem is that Council members must be oriented

to the State plan process, infol'mation and potentials. So that the Council

members can use the information creatively this orientation is critical.

Suffice it to say that this State plan review process is a difficult one

to ir1plement. Councils I'lust press thel'lselves to understanding State plans,

regu' at ions , formats and procedures. Council s must have an understanding of the

various programs so that they can make reasonable suggestions to a program

concerning services to the developmentally disabled. The Council must become

increasingly educated through orientation, information analysis and consumer

inputs.
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Role of the General Public

It is beyond the ',cope of this discussion to I ist all the data and informa

tion that is needed to satisfy the State plan requirements. Generally, informa

tion concerning the population (age, sex, race, location, poverty levels,

disabilities, degree of severity) the services (sources, I~atch, distribution)

are all vital to the State plan. The State agency and the Council will

look to a variety of sources to satisfy their informational needs. Cine natural

source of information is the general pub I ic.

The general public includes individuals with a disability, parents,

guardians, advocates, providers and any interested persons. The Council

and State agency will look to the general publ ic for their information on

needs, services, resources and constraints. This information is of signiflcant

importance for two reasons. First, the resulting plan will affect services

to the disabled, therefore, they should participate in the plans developments

if it is to better address their needs, Second, the Council and State agency

will provide opportunities for the general publ ic to make input. into the plan.

However, the general public must demonstrate its degree of interest by making

the input. The Council and State agency will provide the opportunity, but the

genera I pub Ii c mus t take advantage of th iss itua t ion. I f they chose not to

participate it doesn't change the time table by which the plan must be

deve loped. The plan wi II proceed wi th or wi thout in put from the genera I pu bIi c .

The role of the general publ ic in the planning process lS an important one.

However, its importance can be missed if the general public falls to partici-

pate, or if the opportunities provided for this input are not t'eally opportunities.

The direction of all this planning orocess, state plans review, Council and

State agency activities, and general public input is to\~ards the establishment of

priorities for the coming fiscal year.
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Priorities

Stat.e Plan priorities are ,~stabl ished after all the data and information

coll ected by the Council and Agl~ncy has been analyzed. Priorities are those

needs that have been sel ected a:; the most important. Priorities can take

either of two types: administr,!tive or fundable. Administrative priorities

are those needs which can be addressed (satisfied) through administrative

act i In, t.herefore not requ i ri ng the commitment or expenditure of

funds, dE:velopmental disabiliti,?s or otherwise. Usually, this type of priority

is direct.ed tOliard a State lali, regulation, pol icy, or procedure that either

needs to be expanded, improved, or removed. For example, some States have

restrictions on the minimum sizl? of community residential settings eligible

for "cost. reimbursement". A priority could be simply the drafting,

negotiating and acceptance of a new policy or law. There would be no need to

commit or spend funds to make tllis change.

Fundable priorities, however, are those needs which definetely require the

specific commitment and expenditure of funds. A good example would be the need

to establish a day care program for children with a disability not yet in

schoJl, but whose parents do work. The solution to the need simply is the

commitment of funds to start a day care program.

These optional types of priorities provide the Council with a broad range

of actior,s that cOllld be initiated to meet a need. The Council need not limit

its :liscussion or implementation of remedies simply to funding. It provides

a stimulus for advocates to encourage the Council to pursue areas of pol icy and

procedurE' that affect disabled individuals, in addition to service-gap problems.

Desi'~r Implementation

When priorities, administr<ltive or fundable, have been establ ished the
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State Agency is required to develop a Design for Implementation (DFI). The

Design specifies the methodologies to tIe used to address the identified

priorities. The Design indicates for each priority the strategy, the

available funds (if appropriate), the t:imeframes fnr action. and the

expected outcome.

The Design must be included in thE' State plan when submitted to the

Regional office for approval. This gives the Council the opportunity to

reviel'/ the Design and comment to the State Agency on its proposed strategies.

Some are concerned that the State Agency will use its responsibility to

prepare the Design as a method of controll ing the prografll. They stipulate

that regardless of the priority areas, the Agency can pick and choose which

ones it will concentrate actions on during the fiscal year.

Others believe that the Design of Implementation represents a unique

monitoring element in the formula qrant program. They believe that through

the Design, advocates can observe the sincerity and willingness of the Agency

to implement the priorities. It should be remembered that the State Council

must agree to the plan developed by the State Agency before it can be

submitted to the Regional Office. At this time the Council should seriously

review the plan and begin negotiating with the State Agency for any changes

they (the Council) believes should be made. The State Agency should expect

the Council to question some aspects Of the plan and therefore prepare for

some negotiations. Through this process the Council and Agency can resolVE

any final problems before involving the regional office.

No one can forecase accurately how effective the Design for Implementation

will be. Certainly each opinion concerning the Design is possible. However,

until the Design is tried and monitored no conclusions can be drawn on its

effectiveness. Advocates should pay close attention to the Design to Observe
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how it will affect the implementation of the State plan. If there are

suggestions concerning the Design for any of the priorities, they should be

fOl'rlarded to the State Agency for its consideration.

Comnunity Residential Alternatives

There are specific State plan requirements that address the priority of

cornnunity residential alternatives. They are all directed towards the

increasing use of community settings and resources to remedy the needs of persons

with a developmental disabil ity.

Specifically the requirem.!nts concern maximizing the use of existing

community programs, el iminatin'l inappropriate institutionalization, supporting

the development of community services and providing financial and technical

ass is tance to urban and rural poverty areas. Advocates shoul d key into these

provisions and verify the Stat,! Council and State agency involvement. If the

State plan neglects to indicate any intentions in these areas, then advocates

sho~l d present their concerns to the Council and Agency and urge that

actions be taken to comply with these provisions.

There are a host of activities that could be implemented with a community

foclJs. A complete module could be dovoted to a discussion of the goals,

obj'!ctives, and strategies of developing community services, i.e., residential

and programmatic. For our PUI"poses it is sufficient to state that provisions

do I!xist for the State Council and the State Agency to actively pursue and

dev1!10p community services. It is the responsibil ity of individuals with a

dis,~bil ity and their advocates to acquaint the Council and Agency vlith their

desire for these services and to insisc on their establ ishment. Without

per:ional involvement individuals with disabilities are subject to receiving

services they do not desire or need. Through the State planning process the
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opportunity exists for achieving recognition of the needs of individuals

with disabil ities. Every effort shoul d be expended to insure that the State

plan is reflective of the conditions and desires of the individuals it is

intended to service.

Conclusion

Prior to the next section, entitled Fund~, take a few moments to

consider the questions that follow. They focus upon information of this

section and place emphasis on some critical issues.
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Worksheet--Section IV

I) Who are the three participants in the development of the State plan?

A.
8.
C.

2) what does a State receive after the approval of the annual State plan?

3) List the five responsibilities of the Council and the Agency conerning
the State plan.

A.
B.
C.
D.
E.

4) List tour State plans that affect individuals with developmental
disabilities that must be reviewed by the Council?

A.
B.
C.
D.

~) Which members of the Council shoulcl be most influencial in assisting the
Council review other State plans?

6) What are two types of priorities?

and
--------------

7) What must the State Agency prepare which indicates the methodology to be
used in addressing a priority listed in the State plan?
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ti) List three provisions of the State plan requirements which dre concerned

with community residential alternatives.

A.
~.

C.

91 What two factors have contributed to the unsucces~ful attempts to review

State plans affecting the disabled?

and

luI (jive an example of a fUndable priority dnd an administrative priority.
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v. Funding

The fact has been established that upon submission and approval of an

annual St.ate plan on Developmental Disabilities each State is allotted a

formJl a grant. The amount of each formul a grant is based upon:

1) the population of the State;

2) the extent of the need for services and facil ities for persons with a

jevelopmental disability within the State; and

3) the financial need of the State.

In any fiscal year, no State will receive an allotment of less than

$150,000, which is $50,000 greater than the limit established by the

original Developmental Disabilities Act, Public Law 91-517. (See Appendix 1)

Federal Share and State Match

When a State is awarded a formula grant it is required to match those

fund:; by 25% of the total. The Council may, however, match only 10% of the

tota I for those funds used to pl"ovide services to urban and rural poverty

area:;. The state can exercise several options in ful full ing the match

requirements. First, the State can match the total with State (public)

do 11 ars. Second, the State can match pa rt of the total wi th State do 11 ars

and than require that each grant recipient match their grant by a certain

perc,~ntage to complete the total match. Third, the State can provide an

"in-kind contribution". From the Office of Human Development Services'

Gran":s Administration ~1anual (1/1/77) the definition of "in-kind contribu

tion" means "charges for real pl"operty and equipment, the value of goods and

services directly benefiting the grant program and specifically identifiable

to it and represents the value of non-cash contributions provided by the grantee".

The :;tate may not use Federal funds to match other federal funds. The only
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exceptions to this rule are community develooment block grant funds and general

sharing funds.

Federal Authorization

For allotments made to each State as a formula grant, the Congress

authorized to be appropriated $40,000,000 for Fiscal Year 1976. $50,000,000

for Fiscal Year 1977, and $60,000,000 for Fiscal Year 1978. The actual

amounts allocated for those fiscal years is less than the amounts authorized.

The Fiscal Year 1978 budget submitted by the President and approved by the

Congress has the following of funds:

Developmental Disabil ities: Authorizations

State Grants

1976
Actual

30,959*

1977
Estimate

33 ,039*

1978
Estimate

41 ,608*

l*figures in thousands of dollars)

Uses of Formul a Grant Funds

It was al ready noted in Section I I that Developmental Disabi1 ities funds

maybe used for administration, planning, services and construction. This

division of funds must be based on each individual State program. It is

genera 11y a co11 abora t -j ve effort of the State Counc il and Agency tha t dec ides

how funds will be uti1·ized. There are two limiting factors which affect the

use of funds.

First, a State may commit no more than 10% of its formula grant to

construction programs. Second, a State may commit no more than 5~6 or $50,000,

which ever is less, to administer the program. There are no such restrictions

on the use of funds fOI" pl ann i ng or servi ces.
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Fisc.ll Year

The federal fiscal year beqins on October 1st and concludes on September 30.

Thes,~ dates were established by "The Congressional Budget and Impoundment

Control Act of 1974". The impol"tance of these dates is twofold. First,

States must have their State pldn approved prior to the start of the fiscal

year or they will not receive a formula grant. Furthermore, until the plan

is aJproved any expenses incurrl~d may not be paid by the formula grant funds

once it is received. For example, if the state plan is not approved until

December 1, than once the formula grant is received, it may not be used for

expenses made between October 1 and December 1.

Second, formula grant fund:; must be expended or committed to expenditures

during the fiscal year within which the funds were awarded. Simply this means

that funds awarded for the fiscal year starting October 1, must be committed

or expended by September 30. F'Jrmula grants cannot be carried over the end of

the fiscal year.

Thi~, does not mean that once funds are committed, i.e. awarded to a grant,

that they can't then be expended past the fiscal year. In fact, this is

generally the case. Although the decision was made before September 30. the

grantee can expend those funds according to the grant award regardless if that

is beyond the fiscal year. An important point to remember is that if by chance

a grantee is unable to utilize the awarded funds for the purpose for which they were

awarded and the fiscal year has ended, the State Council and ~gency cannot

make any additional commitment for these unused funds. They could extend the

original grant so to use the remaining funds, but they could not make a new

award to another grantee. This is because the fiscal year has closed.

Account i 119 Procedures

Each State is required to develop acceptable standard accounting
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procedures for the administration of funds, as well as for grantees who are

awarded Developmental Disabilities funds. All fiscal records must be kept.

at least, seven (7) years in the event the General Accounting Office of the

Congress is requested to perform an audit.

Each StatE! must require periodic fiscal reports from grantees. The

format is determined by the State. The most. practical aopl ication of this

requirement is that the federal government r'equires each State to report

quarterly on its use of Developmental Disabil ities funds. Therefore most

States have designed quarterly reporting for their grantees.

Maintenance of Effort

The State plan must contain an assurance that funds received through the

Developmental Disabil ities program ~Iill not supplant State, local, and other

nonfederal funds otherwise available for ser'vices and activities indicated

under the plan. Funds are to be used to increase the amount of funds

otherwise available for services.

Payments to States

Each State receiving a formula grant is allotted four quarterly grant

awards which are forwarded to the State in equal amounts. These quarterly

allotments can be in staggered amounts if the State plan documents that the

expenditure of funds by the State is on a st.aggered basis. The actual trans

fer of funds is a slow process which requires that d State has completed the

necessa ry accounti ng reports for the prev ious qua rters. The federa 1 govern

ment does delay the transfer of the last lDl: of the formula grant until they

receive final State awarding.

The Secretary of Health, Education and Welfare is authorized to withhold

payments from any State which he finds in significant noncompliance.



Noncompl iance can refer to poor accounting procedures, non-fulfillment of the

intention of the approved State plan, and/or failure to comply with regulations

of the program.

Spec'ial Projects

Section 145 of Public Law 94-103 authorizes Special Projects to be awarded

by the Secretary of Health, Education, and Welfare, in consultation with the

National Advisory Council. At least 25% of the amount allocated for Special

Projl!cts must be devoted to projects of national significance. In Section III

of this module, a full discussion on Special Projects can be found.

The authorization level for Special Projects is considerably higher than

the actual expenditures for Fiscal Year 1976 and the estimates of Fiscal Year

1977 and Fiscal Year 1978. The chart is as follows:

SpeC'ial Projects

Authorization*
Allocation*

1976

$18,000
$13,06~;

1977

$22,000
$19,937

1978

$25,000
$11 ,017

(*fi gu res in thollsands of do 11 ars)

University Affiliated Facilities:

The funds authorized for this level of the program were:

lJ.A.F.'s

Authorizations*

1976

$15,000

1977

$18,000

1978

$21,000

(*figures in thousands of dollars)

The Secretary of Health, Education, and Welfare has specific guidelines

from the Act on how these funds may be discussed. For Fiscal Years 1976 and

1977, no less than 5,000,000 dollars shall be made available for the purposes

of administrating and operating U.A.F.'s. While Fiscal Year 1978, no less
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than $5,500,000 may be available.

In reference to the satellite studies, the Act requires that $750,000 be

available for feasibility studies. After all these allocations have been

completed, the Act stimpulates that at least 40% of the remaining funds be

available for the establishment and operation of satellite centers.

In actual expenditures for Fiscal Year 1976 were $4.144 million, while

the estimates for Fiscal Years 1977 and 1978 are $5.250 and $5.500 million

respectively.

Conclusion

The information in this section is provided so that the reader can achieve

a focus of the size of the Developmental Disabilities program in total. For

example, the amount authorized in Fiscal Year 1976 for the entire program was

$73,000,000, but the actual expenditures were far below that level at

$48,168,000. This discrepancy is not unusual "in any Federal program. It

indicates the variance between what is envisioned as potential and that WhlCh

can be realistically achieved.

The importance of this focus is to reinforce an earlier observation that

Developmental Disabilities is not designed as a funding program. The

comparison of funding levels with some other programs makes the point even

stronger.

Authorization Levels FY76

Vocational Rehabilitation (Title I)
Vocational Education (Title I)
Social Services (Title XX)
Medicaid (Title XIX)

Developmental Disabilities

$720,000,000.
422,690,000.

$2,393,S40,000.
2,200,000,000.

$73,000,000

Advocates should realize that the generic progra!TIs are far larger thai,
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the [levelopmental Disabil ities program. Advocates shoul d concern themsel ves

with the use of Developmental Disabilities funds to stimulate the larger

progt'ams to increase their use by individuals with a developmental disabil ity.
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Worksheet--Section V

1) Each State that received approval of its annual State Plan is allotted a

() What is the percentage ot th Federal share for any project providing
services to urban or rural poverty areas?

3) What are two form~, of match available to any agency applying for
Developmental Disabilities funds?

A.
8.

4) A State may only commit
---

for construction projects.
of lts formual qrant

5) Developmental Disabilities funds are limited to
or , whichever. is less, for the-l/2 of the total
administrative costs.

6) The Secretary of Health, Education, and Welfare is authorized to
payments from any State which he finds in iioncompl ian~"--

7) At least 2b% of the funds available for Special Projects must be set aside

for of

8) What is the term used for fundinglevel~, stated in an act?

9) What is the minimum allotment a State could receive in any fiscal year'
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VI. Relationships With Other Programs

The ~rinciple focus of the developmental disabilities program is on

planning for services, rather than the promulgation of direct services con

tinually funded by the formula ~lrant. Com!1ared to some of the larger programs

like vocational rehabilitation, special education, and social security

the cI~velopmental disabilities program is far from being a money program.

(See Authorization Levels page 82). The concept is intended to stimulate and

faci"itate the use of generic programs, like those mentioned above, in

remedying the problems that confront individuals with a develoomental dis

ability, their families, and their communities.

The philosophy behind the creation of this program was that already there

exists numerous services for the disabled. Unfortunately, these services are

not coordinated enough to form cl comprehensive services delivery system.

Individuals with a disability of certain severity or multiplicity were not

bein<j adequately served. While those with less severe disabilities were not

receiving integrated services, but piecemeal or inappropriate services.

Therefore, if some structure could be devised that could focus on encouraging

and developing coordination among existing programs, and stimulating new

programs, then considerably greater service capabilities would be realized.

It is from this philosophical viewpoint that the review of all the State

plan~ affecting the disabled becomes of such critical importance. Since the

State plan review process is a Y'esearch, analysis, and planning sequence that

constitutes an investigation into the nature of a service delivery system.

TheSE' State plans are legal contracts between the Federal and State agencies

on hc.w a program will be administered, \~hat services will be provided, and

who will be eligible for services. Through a review of these state plans the
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Council should be equipt with valuable information considering how to initiate

and coordinate services.

These reasons make the developmental disabilities program useful in

stimulating cooperation among any federal programs involving disabled persons.

Of particular interest is how developmental disabilities can be used to access

generic services programs. Developmental Disabilities Councils can be forums

for discussion leading to the initiation, expansion and improvement of services.

There are numerous examples of ho\~ generic funds can be used in cooperation

with d~velopmental disabilities funds. All the services fundable under this pro-

gram can be used in cooperation with any of the programs listed under the

Review of State plans (See page 65) to demonstrate service techniques, utili-

zation and applicability.
•The roles of the Council and State Agency are designed along the goal of

integrating the various aspects of the generic service system. In accomplishing

this goal the davelopmental disabilities program became the potential linking

mechanism. Advocates are challenged to articulate their needs to this program

and to work within the program to improve the welfare and livlihood of disabled

persons.
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APPENDICES



State
Formula Grants

Appendix DEVELOPMENTAL DISABILITIES PROGRAM
FISCAL YEAR 1978

Protection and
Advocacy Grants
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STATES

Alabama
Alaska
Arizona
Arkansas
California
Colorado
Connecticut
Delaware
District of Columbia
Florida
Georgia
Hawaii
Idaho
Illinois
Indiana
Iowa
Kansas
Kentucky
Louisiana
Maine
Maryland
Massachusetts
Michigan
Minnesota
Mississippi
Missouri
Montana.
Nebraska
Nevada
Hew Hampshire
New Jersey
New Mexico
New York
North Carolina
North Dakota
Ohio
Oklahoma
,2£egon
Pennsylvania
Rhode Island
South Carolina
South Dakota
Tennessee
Texas
Utah
Vermont
Virginia

641,472
150,000
277,927
358,926

2,296,014
282,801
345,905
150,000
150,000

1,013,516
713,464
150,000
150,000

1,296,855
736,324
424,866
299,210
613,106
605,562
178,230
470,757
717, 164

1,173,207
542,290
440,326
676,952
150,000
223,404
150,000
150,000
824,234
172,498

2,124,527
875,460
150,000

1,409,145
410,037
290,893

1,676,518
150,000
462,382
150,000
678,845

1.612,424
173.387
150.000
684,380

60,491
20,000
26,808
33,999

216.907
27,761
33,495
20,000
20,000
97,299
69,439
20.000
20,000

122,020
69,107
37,144
28,072
56.917
58,073
20,000
44,175
69,228

109,930
49,581
42,593
64.265
20,000
20,440
20,000
20,000
78,868
20,000

209,427
83,582
20,000

134,932
38,833
28,209

156,966
20,000
44,872
20,000
61,.600

[55,140
20.000
20,000
64,196
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STAT!:

Wash~~ngton

West Virginia
Wisconsin
Wyom:lng
Amer:lcan Samoa
Guam
Puer':o Rico
Trusc Territories
Virgin Islands

TOTAL

416,9111
387,24:

'667,286
150,000
50,000
50,000

713,541
50,000
50,000

30,058,000

40,269
34,015
61,127
20,000
20,000
20,000
67,220
20,000
20,000

3,000,000
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Region I
John F. Kennedy Bldg.
20th Floor
Boston, MA 02203
(617) 223-5746

Region 11
26 Federal Plaza
38th Floor
P.O. Box 602
New York. NY 10007
(212) 264-5763

Region III
3535 Market Stnet
Box 13716
Philadelphia, PA 19108
(215) 596-1224

Region IV
50 Seventh Street, NE
Atlanta. GA 30323
(404) 881-2382

Region V
300 South Wacker Drive
15th Floor
Chicago, IL 60606
(312) 3~j3-84l6

Region VI
1507 Pacific
5th Floor
Dallas, TX 75201
(214) 749-3574

Region VII
601 East 12th Street
3rd Floor
Kansas City, MO 64106
(816) 374-5211

Region VIII
9017 Federal Office Bldg.
1961 Stout Streets
Denver, CO 80202
(303) 837-2135

Region IX
50 United Nations Plaza
San Francisco, CA 94102
(415) 556-7774

Region X
Arcade Bldg.
1321 Second Avenue (MS 622)
Seattle,. WA 98101
(206) 442-5462

Robert Briggs

John Conti

Elizabeth Schoenfeld

John Smith

Robert Vogt

Harvin Layne

William Ferguson

Howard Rosen

Martha His lop

R.S. Justice
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~rpendix 4

~niversity I\ff-lliatE~d Facilities

Center for Developmental and Learning
Disorders

University of Alabama at Birmingham
1720 Seventh Avenue South
Brimingham, AL 35233

University Affiliated Program
Children's Hospital of Los Angeles
University of Southern California
4560 Sunset Boulevard
Los Angeles, CA 90027

University Affiliated Facility
The Neuropsychiatric Institute
Univ. of CslIfornia, Los Angeles
760 Westwood Plaza
Los Angeles, CA 90024

Division of Clinical Genetics
and Developmental Disabilities

Department of Pediatrics, College
of Medicine

Univ. of California, Irvine
Irvine, CA 92664

John F. Kennedy Child Develop
ment Center

University of Colorado Medical
Center

4200 East Ninth Avenue
Denver, CO 80220

Developmental TrainIng Center
Indiana University
2853 East Tenth Street
Bloomington, IN 47401

University Hospital School
University of Iowa
Iowa City, IA 52242

Kansas University Affiliated
Facility Central OffiCI!

c/o Bureau of Child Research
University 0 f Kansas
Lawrence, KS 66045

92

~~ilman Center for Child Devel-
opment

VnIversity of Miami
1601 N.W. 12th Avenue
P.O. Box 520006, Biscayne Annex
Miami, FL 33152

Georgia Retardation Center
4770 North Peachtree Road
Atlanta, GA 30341

Athens Unit of Georgia Retard
ation Center

850 College Station Road
Athens, GA 30601

Kansas University Affiliated
Facility/Parsons

Parsons State Hospital and
Training Center

26M Gabriel
Parsons, KS 67357

Riley Child Development Center
Indiana University Medical Center
1100 West Michigan St reet
Indianapolis, IN 46202

Developmental Evaluation Clinic
Children' e: Hospital Medical Center
300 Longwood Avenue
Boston, MA 02155

-Eunice Kennedy Shriver Center for
Mental Retardation, Inc.

Walter E. Fernald State School
200 Trape10 Road
Waltham, MA 02154

Institute for the Study of Mental
Retardation and Related Dis
abiliti"s

University of Michigan
130 S. First Str"er
Ann Arbor,. MI 48108
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Kansas University Affiliated
Facility/Kansas City

c/o Children's Rehabilitation Unit
Univ. of Kansas Medical Center
Rainbow Boulevard at 39th St.
Kansas City, KS 66103

Kansas University Affiliated
'Facility/Lawrence

John r. Stewart Children's Center
University of Kansas
352 New Haworth Hall
Lawreuce, KS 66045

Illinois Institute for Develop
mental Disabilities

1640 West Roosevelt Road
Chicago, IL 60608

Human Development Center
UnivE,rsity of Kentucky
MediC'al Annex 1/3
763 F.ose Street
Lexirlgton, KY 40506

John F. Kennedy Institute
Johns, Hopkins University
707 North Broadway
Balt lmore" liD 21205

Mental Retardation Institute
New ~ork Medical College
Valhalla, ~ 10595

Division for Disorders of
Development and Learning

The University of North Carolina
at Chapel Hill

Biological Sciences Research
Center

Chapel Hill, NC 27514

UAF Program of South Carolina
c/o Human Development Center
Winthrop College
Rock Hill, SC 29733

Center for Developmental Disabilities
University of South Carolina
503 Main Street
Columbia, SC 29208

Child Development Clinic
St. Louis University
1401 S. Grand Boulevard
St. Louis, MO 63104

University of Missouri-Columbia
University Affiliate Facility

Univ. of Missouri Medical Center
TD-4 West, Room 127
Columbia, MO 63201

Meyer Children's Rehabilitation
Inst itute

Univ. of Nebraska Medical Center
444 S. 44th Street
Omaha, NE 68131

Institute of Child Study
Kean College of New Jersey
Union, NJ 07083

Rose F. Kennedy Center
Albert Einstein College of Medicine
Yeshiva University
1410 Pelham Parkway South
Bronx, ~ 10461

Child Development and Mental
Retardation Center

University of Washington
Weattle, WA 98195

Weisman Center on Mental
Retardation and Human Development

University of Wisconsin
2605 Marsh Lane
Madison, WI 53706

University Affiliated Program for
Child Development

Georgetown University Medical
Center

3800 Reservoir Road, N.W.
Washington, DC 20007



The Nisonger Center for Mental
Retardation

Ohio State University
1580 Cannon Drive
Columbus, OH 43210

Center on Human Development
University of Oregon
Eugene, OR 97403

Crippled Children's Division
Child Development and Rehab-

ilitation Center
~niversity of Oregon Medical School
3181 S.W. Sam Jackson Park Road
Portland, OR 97201

Developmental Disabllities Center
Temple University
Ritter Hall Annex, 9th Floor
Philadelphia, PA 19122

St. Christopher's Hospital
2600 N. Lawrence Street
Philadelphia, PA 19133

Woodhaven Center
2900 Southampton Road
Philadelphia, PA 19l54

University Affiliated Cincinnati
Center for Developmental Disorders

University of Cincinnati
EIland and Bethesda Avenues
Cincinnati, OH 45229

Organizational Office of U~F's

Developmental Disabilit ies Center
for Children

Louisiana State UnIversity
Medical Center

1100 Florida Avenue
New Orleans, LA 70119

University Affiliated Center
for Developmentally Disabled
Children

The University of Texas Health
Science Center at Dallas

Southwestern Medical School
Department of PediatrIcs
5323 Harry Hines Blvd.
Dallas, TX 75235

Child Devl!lopment Center
University of Tennessee
711 Jefferson Avenue
Memphis, TN 38105

Exceptional Child Center
Utah State University
Logan, UT 84322

University Affiliated Program
Center for Human Development
Ohio University
Administrative Annex
Athens, OR 45701

American Association of University Aff lliated Programs (AAUAP)
110 17th St. N.W. Suite 908
Washington, DC 20036
Seldon Todd, Executive Director
(202) 333--7880
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WORKSHEET ANSWERS

Section 1 - Questions on Pages 9 and 10

1) 1961

2) A) Maternal and Child Health and Mental Retardation Planning Amendments
(PL 88-156)

B) !lental Retarrlation Facilities and Cor.munity Mental Health Centers
Construction Act (PL 38-164)

3) Maternal and Child Health and Mental Retardation Planning Amendments

4) A) Grants for the Construction of Centers for Research on Mental Retardation
B) Project Grants for Constr'Jction of U.A.F.
C) Grant for Construction of Facil ities for the Mentally Retarded

5) A) Developmental Disabilities Services and Facilities Construction Act
(PL 91-517)

B) Developmentally Disabled ~ssistance and Bill of Rights Act (PL 94-103)

6) A) prior to age 18
B) substantial handicap
C) lasting a lifetime

7) A) Menta 1 Reta rda t ion
B) Cerebral Palsy
C) Epilepsy
D) Autism
E) Dyslexia, attributable to those listed above

8) in PL 94-103 in 1975

9) Self-analysis will suffice for this answer.
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wORKSHEET ANSWERS

Section II - Questions on Pages 47 and 43

1) State Planning Council anJ State Administrative Agency

2) A) those who need services
B) those who deliver servjces
C) those who admin"ister a State's responsibility for services

]) any pUDlic or private nonprofit agency involved with service delivery.
higher education, advocacy or other activities concerned with individuals
with a disability

4) any i nd i vi dua1 nam(!d Dy the Counc i 1 member to repY"esen t hem/her at. Counc i 1
meetings because of scheduling conflicts.

5) any of the fo 11 owi ng:
A) Vocational Rehabilitation
til Public Assistance
C) Maternal and Child Healtn
D) i~enta 1 Health

6) Advocates

7) apvointed members and ex-officio members

EI Transportation
F) Educatjon
G) Medical Assistance
H) Social Services

8) definition of Developmental Disabil ities and standards an,! qual ity
assurance mechanisms

9) Office of Human Uevelopment Services

lUI AI Training
B) Serv ice
C) Research

11) satellite centers
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~ORKSHEET ANSWERS

Section III - Questions on Pages 57 and 58

1) True

2) public or private, nonprofit

3) UniVI!rsity affil iated facil ity (UAF)

4) request for proposals

5) Developmental Disabilities
Maternal and Child Health
Bureau of Education for the Handicapped
State and local funds
Private foundations
Grants

b) Progr'am content and methodo logy
BUdgl!t

7) simultaneously and sequentially

8) dimensi on of objecti vi ty
dimension of quality

9) contlnuation funding

10) habllitation plan
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WORKSHEET ANSWERS

Section IV - Questions on Pages 75 and 76

I) State Agency, State Council, and Advocatei

~I A tormual grant

3) A)
~ I
CI
D)
E)

4) A)
~ )
C)
D)
E)

Council sets direction;
Agency writes plan;
Council reviews and submits
Agency implement~; plan;
Counc i I and Agency moni tor

Vocational Rehab] I i tation
Special Education
Puolic Assistance
Medical Assistance
Social Services

pI an;

and evaluate plan.

F) Housing
(;) Mat.ernal and Child Healtll
H) Transportation
I) Vocational Education
J) Mental Health

5) State agencies' repr'esentatives

61 Administrative and tundable

7) Design for Implementation

HI AI Deinstitutionalization and institutional reform;
BI Maximize the use of existing community resources;
C) Support the development of community services;
D) Provide technical and financial assistance to urban and rural poverty

areas.

9) Unfamiliarity and St.aff

lU) Fundable pr"iority is any service or planning effort.
An administrative priority is any activit.y that requires remedy or
negotiation ..



WORKSHEET ANSWERS

Sec ti on V - Questions on Page 34

1) Fonnul a grant

Z) '10%

3) ,;a sh or i n-ki nd

4) 10%

5 ) 'i'l, or $50,UOO

6) I,i thho 1d

7l Ilroj ec ts of Nati onal Signi f"'cance

b) I~uthorizations

9) ~150,OOO
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